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Although permission has been received 
from the authors for public release of 
the submissions in Appendices 5,6 and 7? 
elements of identification have been 


deleted to preserve as much confidentiality 
as possible. 
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APPENDICES 


Letter from Mr. K. Norton to Judge G. M. Thomson, 
November 20, 1984. 


Letter from a British physician re: cost-effectiveness 
of clinical ecology. 


Summary of submissions received by the Committee. 
Analysis of patient submissions. 
Sample submissions from severely ill patients. 


Examples of costs of tests and treatments as outlined 
by patients. 


Sample letter from the parents of children with 
environmental hypersensitivity. 
Summary of recommendations received from submissions. 


a) from patients, relatives and other interested 
persons 


b) from patient organizations: 
- Parents of the Environmentally Sensitive 
- The Human Ecology Foundation of Canada 
- Allergy Information Association 
¢) The Canadian Society for Clinical Ecology and 
Environmental Medicine. 
Sample - Rotary Diversified Diet 


Questionnaire for patients attending an environmental 
control unit. 


Alternative therapies reported by patients. 


Position Statements of: 

a) The American Academy of Allergy and Immunology 

b) American Academy of Environmental Medicine 

The conclusions and recommendations of the Joint Report 


of The Royal College of Physicians and the British 
Nutrition Foundation. 


A Framework for Preventive Action, Chapter 7, Issues 
in Preventive Health Care. Ray Jackson, May, 1985. 


a) Labelling proposal of the Joint Report of the Royal 
College of Physicians and the British Nutrition 
Foundation. 


b) Labelling proposal - presented to the Committee in 
Ottawa, 
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Ottice of tne Ministry Ministére Hepburn Block Egitice Heopumn. 
Minster Queen's Park Queen's Park 
Bureau au ot Ge . Toronto, Ontario Toronte, Onan 
Ministre Health la Santé MTA 204 MTA 264 


416/965-2421 416/965-2421 


November 20, 1984 
hQver ne. 


Judge George Thomson 
Provincial Court 
Family Division 

311 Jarvis Street 
Toronto, On 
MSB 2C4 


Dear Jud 


Ould like to thank you for agreeing to 
undertake the Chairmanship of the Adhoc Committee on 
Environmental Hypersensitivity Disorders. I have 
great confidence that you will provide the necessary 
leadership to ensure that this Committee's mandate is 
carried out effectively. 


I understand that you have already met with 
Dr. Boyd Suttie and Ms. Gina Brannan to discuss the 
Committee's terms of reference and membership. Alli 
Committee travel expenses will be paid for by the 
Ministry of Health and I would suggest you contact 
Dr. Suttie to discuss secretarial support and other 
arrangements. 


Many thanks for accepting this vital and 
timely task and I look forward to receiving your 
report. 


Yours tr , 


Ke, Norton 
Minister 

M.P.P. Kingston 
and the Islands 


APPENDIX 2 fe 


Dr. Hugh J. E. Cox 
The Clinic 
46 St, Mary Street 
High Wycombe 
Buckinghamshire HP11 2HE 
Teiephone Hign Wycombe ‘0494) 31814 


HJEC/SC 
23rd April 1985 


Judge George Thomson, 
10th Floor, 

Hepburn Block, 

The Ministry of Health, 
Queens Park, 

Toronto, 

Ontarto, 

Canada, 


Dear Judge Thomson, 


Ihave been asked to write to you by a medical colleague, Dr William 
Van Hoogenhuize of Niagara Falls, 6150 Valley Way, L2E 1Y3, 


Over the last ten years or so, I have increasingly practiced 
ecological medicine and this has meant a revolution in relation 
to identifying the cause of disease and the treatment of ill health 
in my practice. From becoming a high prescriber of drugs it became 
apparent to me that the mare drugs I prescribed the more frequently 
I saw the patients and moreover they didn't appear to be getting 
better, When.I started looking at nutrition and look and their 
food and chemical intolerances, instead of papering over the cracks, 
or using the touch-up paint, I was able to find out what was causing 
the problem and, in many instances, eliminate it leading to a 
resolution of the patient's problems. This has led to a marked 
reduction in the morbidity of the patients in my National Health 
Service practice, a reduction in consultation rates inside my NHS 
practice and a marked reduction in the cost to the state in 
prescribing. I did get the Ministry of Health to monitor my 
Prescribing and the costs and I presented this data in a paper [I 
gave at The Royal Society of Medicine last December. I am 
enclosing a copy of this paper which I think might be of some 
interest to you and may be of some help in relation to this matter 
of Clinical ecology and its practice in Canada. 


As you know we are paid in this country by the NHS on a capitation 
system, That means that we are given a flat rate, whether we 
see the patient once a year, a hundred times a year, or five hundred 
times a year. The same amount has to cover whether they are 
Seen at the office or seen in their own homes. We do not get 
Paid ddditional sums of money for visiting them or for doing any 
tests in their homes. So it is really up to us, as far as ! can see, 
to reduce the consulting rate and to reduce the home visiting 
rate by keeping the patients well. It is said that in Chinese medicine 
the doctor is only paid when the patients remain well and not 
when they are ill, I am trying to work toward that goal myseif. 
By having a reduced work load inside the NHS this is freeing me 
for more time to give to private patients. The numbers that [ 
am actually quoting in the paper that I have given are entirely 
devoted to the NHS. It is quite clear to me and my staff and 
to the doctors to whom I addressed the paper and who subsequently 
asked me many questions, that this form of medicine can bring 
great saving to the state, a marked improvement in health of 
patients and a more rewarding form of medicine to the doctor. 


Thank you for allowing me to write to you on this matter. I hope 
that the information might be helpful to you. 


Yours yery sincerely, 


ln 


Dr Hugh J E a 


ee 


Bill Rea, Joe Miller, Ted Randolph, Phyllis Saifer, Orion Truss and others who have taught 
me so much about this most rewarding area of Clinical medicine, I am now convinced that 
@ very high proportion of ill health in out patient clinical medicine is due to food, chemical 
and inhalent intolerance and susceptibility, to chronic hyperventilation, and to mycotoxins 
and in particular canditoxin, 

One of my medical students attending the Clinic, but also who I had arranged to visit other 
Practitioners, noted that whereas other Doctors wrote many prescriptions per session I myself 
wrote one or two, and then for a homeopathic medicine and more likely vitamins and minerals, 
It was the dwindling consultation rate and number of prescriptions that caused me to contact 
my bete noir - Dr. Brown the RMO - who I traced to the Ministry of Heaith at the Elephant 
and Castle, He kindly surveyed my prescriptions over a 10 year period, 1973-1983, 

SLIDE 3, 

Comparative data of No. of prescriptions, average cost of prescription and average cost per 
person on the NHS list between Cox practice and Buckinghamshire. 

Between 1973 and 1983. (Percentages) 


Average No. Average cost Averagecost 
prescriptions per prescription per person 

1973 +21 +22 +48 

1975 +15 +27 +45 

1977 +15 +9 +125 

1978 o15 3 -17 

1980 -35 +22 721 

1982 35 +7 ~30 

1983 “31 +6 ~26 


This slide shows the comparative data of the number of prescriptions and average cost per 
prescription with data for the average of Buckinghamshire, You will see that the average 
No. of prescriptions has fallen from some 21% above to 31% below. Although the average 
cost per prescription is above, but nevertheless has fallen, the average cost per person on the 
list has fallen from some 50% above to 26% below, 

Some comparison with Buckinghamshire and the rest of England are presented in the next slide. 
SLIDE 4, 

Data on prescribing for NHS patients in The Clinic, 46 St. Mary Street, High Wycombe, compared 
with the rest of Buckinghamshire, and the rest of England. 

February 1983. 

Average No. of prescriptions per person. 

Clinic 0,296 

Bucks 0.425 

England 0.539 

The average number of prescriptions per person is some 55% of the rest of England and 69% 
of Buckinghamshire. (I have recently been informed it has fallen to some 25% of the rest of 
England this year, 1983-1984) 

The next slide shows that although the net cost per prescription is higher, the average net 
cost per person on NHS list is 64% af rest of England and 74% of rest of Buckinghamshire. 

SLIDE &. 


Average net cost Average net cost 
per prescription per person on NHS 
pounds sterling List A983) 
(1983) 

Cox 3.87 LIS 

Bucks 3.64 1,55 

England 3.28 L77 


CLINICAL ECOLOGY - COST EFFECTIVE 
A CAMEO PRESENTATION 

Perhaps I should say the beginning that am a single handed medical practitioner working in 
@ family practice of about 2500 patients. 
After some 9 years in Hospital practice I spent another eight in the pharmaceutical industry 
when I travelled the world with increasing frequency and speed and leaming the intricacies 
of pharmacological manipulation before entering the community as a practical clinical 
Practitioner. It was then perhaps not unnatural that I should believe in the omnipotence of 
the drug. I had a fairly well organised practice with a smail laboratory so that { could do 
haemoglobins, blood sugar etc. I had an ECG machine, peak flow meter and Vitalograph, in 
addition to my stethoscope - sa believed I could treat virtually all my patients apart from 
surgical problems at hame.({I subsequently fitted out a small theatre for minor surgical 
Praceedures.) So I prescribed the latest and most expensive drugs to more and more patients, 
and although my patients didn't go into hospital, they certainly came back to visit me very 
frequently and often called me to visit them. Indeed the frequency of my prescribing drugs 
was indeed matched by the frequency of return visits and an increased frequency of visiting 
by the Regional Medical Officer who was for ever pointing out the number of my prescriptions 
and the cost which was far above the average. I tried to explain that I saved the cost of hospital 
beds etc. and that therefore my expensive habits were justified. I am not sure that he believed 
me. 
it has been reported that the incidence of latrogenic disease in patients admitted to hospital 
can be as high as 30%. I believe the incidence in the field outside hosptial practice may be 
very much higher. 
About 1974-75 I began reading about Burkitts work and that of Cleave, Trowell and many others 
on the effects of nutrition and disease, and began to apply their methods. I became aware 
of foods and their possibile role in triggering off migraine. The fire that was beginning to burn 
was further fuelled by attending a 3 day conference arganised by the MeCarrison Society in 
1977 at Oxford, when I met someone called Richard MacKarness. As a result of the meeting 
and discussion with Doris Grant I produced a ‘Diet for Health’ - available for all my patients 
- eliminating junk foods, sugars, tea and coffee, and reducing the intake of milk products. 
Around that time I began using homeopathy after attending a number of courses at the Royal 
Homeopathic Hospital in London. So instead of drugs, a diet was used, supported if necessary 
by homeopathy. Of course I still used allopathic drugs, but on a very much reduced scale. 
This led to a marked fail in consultation visits per clinic. 


SLIDE 1 

Average consultations per Clinic (NHS). 

1973-1976 16 - 25 
1977-1980 12-18 
1980-1984 6-10 


During this period the NHS practice has increased by more than 100%, 
After an intial visit to Basingstoke I spent some time with John Mansfield. I had of course 
read Richard MacKarness book 'Not all in the mind' and began to apply more formal elimination 
diets. Then I began reading Rinkel, Dickey, Randolph, Gerrard etc. The seed had been sown, 
had germinated, and was beginning to bear fruit. The practice had doubled but the frequency 
of consultations was dwindling - patients weren't getting sick so frequently. Following 
themeeting at the RCP in 1979 with the American Society of Clinical Ecology, the Sritist 
linical Ecology Group was formed, and { am proud to have been a founder member of thase 
original sixteen. The development took place like this. 


SLIDE 2. 
Facilities offered to NHS patients over the past 10 years. 
1975 onwards Nutritional advice, dietary, manipulation. 
1977 Homeopathy 
1978 Acupuncture, Elimination diets challenge and osteopathy, 
1979 Founder member of Clincial Ecology Group. Did not 
accept new patients who smoked. 
1980 (Skin provocation testing and desensitisation.) 
1982 Identification of food, chemical and inhalent allergens using 


applied kinesiclogy. 
Over the time I prescribed less and less drugs, and banned smoking as far as I could, used 


WH HiFi www 


SLIDE 6 
Net ingredient cost in pounds per 1000 patients. 


Practice FPC % 
(Bucks) Diff. 

Nervous system 137 164 -16 
Gastro intestinal system 67 il4 “41 
Cardiovascular 286 314 -28 
Respiratory 75 140 ~65 
Anti Rheumatics 78 160 782 
Anti Infectives 181 185 2 
Hormones 81 126 -36 
Blood - Nutrition 85 20 +325 
Malignancy 0 7 - 
Allergic Reactions 20 40 -50 
Skin and mucous membranes 56 du ~50 
Dressings and appliances 51 126 “75 


in a comparison with Buckinghamsire of the net ingredient cost, only the nutritional cost is 
higher and that is much higher. This refers mainly to vitamins and minerals ete. Even the 
Prescription cast for allergic reactions is very much less. 

«An analysis and comparison of the number of items prescribed has also been made and is shown 
in the next slide. 


SLIDE 7. 
Number of items prescribed per 1000 patients. 

Practice FPC % 

(Bucks) Diff. 

Nervous system 45 75 -40 
Gastro intestinal system i2 24 -50 
Cardiovascular 50 59 -15 
Respiratory is 48 -33 
Anti Rhetimatics 10 24 -50 
‘Anti Infectives 41 61 -33 
Hormones 30 24 725 
Blood - Nutrition 32 14 +129 
Malignancy Q Q 0 
Allergic Reactions 5 g “44 
Skin and Mucous membranes 26 55 753 
Dressings and appliances il 9 +22 


Howell Brown wrote ta me six months ago and I reproduce part of his letter. 
SLIDE 8. 7 


Extract of letter from the Department of Health and Social Security, - April 1984. 


‘Within the Oxford Region, which is one of the lowest cost prescribing regions is Engicna, 
Buckinghamshire issued the lowest number of prescriptions per person on the NHS prescribing 
lists, and the average total cost per person on the list was also the lowest. . 
You can thus see that if you (Cox) have low figures yourself in a low area and region cost wise, 
then you must be amongst the lowest prescribers in England.’ 


According to Brown my prescribing costs are still falling and I am told I could get chem muck 
lower, by not prescribing vitamins and minerals. I am not sure what he will say about my 
prescribing Nystatin, which is increasing enormously throughout the practice. On costing i 
understand that I am saving the Department of Health a minimum of £80000 per year, 
accompanied by a reduction in morbidity, and consequently less absenteeism from school end 
work, If the principle that { have applied and which members of this Socie.y apply, could be 
practised throughout the country, and in and out of Hospital, the Savings must be quite enormous, 
Some say what cost - Health. 

Isay, What saving - Health, 

J believe I can say that Clinical Ecology is cost effective in the NHS. 


APPENDIX 3 


summary of Submissions Received by the 


committee on Environmental Hypersensitivity Disorders 


onta 


Individual patient submissions 
Submissions received from 1 patient 
Submissions relating to the make-up 


of the Committee 
Qutside Ontario 


Qut-of-province patient submissions 
United States patient submissions 
United States medical practitioners 


Other 


Canadian medical practitioners 


614 
220 


38 
35 
45 


Total 1,209 


a EE. 


u 


APPENDIX 4 


Analysis of Patient Submissions 


It was not possible for an individual to develop an over- 
view of the patients concerns, other than subjectively, 
because of the large number of submissions (614) received, 
and the enormous amount of detail contained in them, and 
also because impressions could be strongly influenced by a 
particular letter at a given point in time. In an attempt 
to support the overall impressions gained from reviewing 
these submissions, a sample! of 147 submissions (23.9% 

was evaluated in the following way. Each submission was 
read and key ideas or topics were coded for tabulation. 
These topics were categorized under the following general 


areas: 

~ demographic data - number of doctors seen 
- allergens - symptoms 

- tests - treatments 

~ financial - recommendations 


Information was also noted with regard to areas that were 
reported by patients to be particularly helpful or not 
helpful. 


Because the evaluation was not the result of a uniform 
questionnaire or interview process, the tabulation was 
limited to a simple counting of the information reported, 

and no attempt was made to interpret the results. However, 
in general terms, the information gathered from this analysis 
does support the overview of the patients submissions and 
visits with patients as outlined in chapter 5. 


A sample of the coding form and the results of the tabul- 
ation are attached. 


1. The sample was taken by choosing a file from an alphabet- 
ically labelled file system. During the coding process, 
10 to 20 letters were out of the files for response at 
any given time and thus were not available for sampling. 
Letters received after April 22, 1985 were not included 
in the sample. 


APPENDIX 4 


Summary of Information Reported in 147 Submissions: 


1. 


Source of submission - Self - 134 
Parent = 50 
Relative — 5 
Friend = 2 


191 Patients 


Average number ef medical 


practitioners seen - 6 
Average number of years ill - 12 
(SL reported) 

Allergic as a child = 59 
Financial burden reported - 73 


Average yearly cost - $4,463 

(18 reported) 

Distribution by sex - Male 7 57 
Female = 134 


Other information Reported 


Distribution by age (96 reported) 

Good Report - Items reported as most helpful 
Diagnostic Tests Received 

Treatments Received 

Symptoms Reported 

Allergens Reported 

Occupations Reported 

Health Practitioners Reported by Patients 
Onset Causes Reported 

Recommendations Reported 


SUMMARY 


(Reported Age) 


cE 5 
od 230 Bee eB 
30020 


Disability - 18 - Unable to Work 
29 - Some Work Loss 
15 - Cured 


GOOD REPORT 
04/25/65 


EUB LINGUAL DROPS 
PROVOCATION TES 
AVOLDANCE 
DIET SPECIAL OTHER 

SERUM INJECTIONS 

SUBLINGUAL DROPS TEST 

MOVE RESIDENCE 

HYPOGLYCEMIA DIET 

SUBLINGUAL ADMIN OF EXTRACTS 
CHIROPRACTOR 

ORTHOMOLECULAR THERAPY 
GENERAL PRACTITIONER MD 
MINERAL SUPPLEMENTS 

OXYGEN 

ACUPUNCTURIST 

TRANGUILLZERS 

FAMILY 

INTAL 

RECOGNITION OF CLINICAL ECCLSY 
TOOTH FILLINGS REMOVED 
PALLINEX INJECTIONS 

HOLISTIC DOCTOR 

ALLERGIST 

ERIOCLOGIST 

ONCOLOGY 

ACUPUNCTURE 

CYTOTOXIC TESTS FOOD ALLERSY 
WATER PURE 

ISOLATION 

RKINESIOLIGIST BEHAVIOURAL 
DIET GRGANLC 


Summary tor REPORT: 


Total 


Note: 


These are the items that patients reported 
as being particularly helpful. We did not 
continue to code for Avoidance as it was 
part of almost every submission of any 
substance - hence it should considered at 
the top. 


S 
8 
3 
5 
5 


gb po re ye pb pe Ga pa nb pa PR ee A we 


ff 


TEST 


Treatments and Therapies Reported by Patients 


T30, TREATMENT! eS 
TOL. AVOLOANCE 
eREUT 


RALIZA 


LPNS 
N LIGHT 


T56.5u 


oane)S o 


Ob E 


SOQ bw WO UP OID 


deseo 


ZO ,LAXATIVES 
721. MEDITATION 
»CaIROPRACTI 
Tie VAGINAL CREAMS 

T25,SU2 LINGUSL 

So MAGNETO 9ULSe 

TIT.NASAL SPRAY 

T28 ,40RENALIN 
TIS8.AuRENALINE SHOTS 

T29. INRALERS ; 

729, ,ANTIHISTIMINE 
T30,CAUTERIZE NASAL LININGS 
T31,SELF HELP LITERATURE 
TS2.ENZYMES DIGESTIVE 

T34, HYPNOSIS 

TSS , OXYGEN 


C.N.S. Symptoms Reported by 


Patients 


Nos 
NOs 
NGS 
NOS 
NOv 


NOS, CONCENTRAT i 


NG? 
Nia 
Nid 


Nis 


N13 
Nie? 


NZS 


Nzge 


NSt 


N 
NSS 
NS4 
N3! 

NS7 
NS& 
NS? 
N4&O 


EXHAUST ION 
«FATIGUE 
WEAKNESS 
sy iNSOMNIA 
VHYPERACTI 


«MEMORY LOSS SHORT TERM 
.0iZZINESS 

FAINTING 

ANAPHYLAXIS SHGCK 
wANXIETY 


SLURRED 
«MULTIPLE SCLERGSIS 
.iNEBRIATED 

, COORDINATION LOSS 
NIGHTMARES 


+RALLUCINATIONS 

sNUMBNESS IN EXTREMITIES 
sHYSTERIA 

»SUTCIDE 

»VERTIGO 

RYING SPELLS 

sAMLOTROPIC LATERAL SCLEROSIS 
MCTIONAL CHANGES 

;LEARNING DISABILITIES 
.PERSONALITY CHANGES 

STRESS LOW TOLERANCE 

, OEDEMA . 

sBRAIN FUNCTION IMPAIRED 
+SHAKING TREMORS 

AGGRESSION BEHAVIOURAL PROELEM 
THYROLG CYST 

ATTENTION SEFLCIT SYNGROME 
NEUROTIC 


ME 


= ————— 


Gastrointestinal Svmptoms Reported By Patients 


wLIVER SWOLLE! 
VOMITING BLOOD 


Ss 
5 NERVOUS STOMACH 
5 ANAREXTA 


=_— 


Respiratory Symptoms Reported 


A | , | A | ; | 


Musculo-SKeletal Symptoms Reported 


A 


MOL ART 
MOZ. JOINT 


MOG BONE PAIN 


a 


Genito-Urinary Tract Symptoms Reported by Patients 


GOO.GENITD URINARY TRACT 
URE: 
BED WETTING 
CANDIDA 
INFS 
RINAT LON 
IN UR 


EH 
ih 
“ 
a 


— SS S| (Oe mm mE EE EE 


Skin Symptoms Reported by Patients 


Cardiovascular Symptoms Reported by Patients 


coG. CARDISVASCULAR 


CGS. carD1L 
CO4.SPASM 


Y i 
ci, MONONUCLESSIS 
Ctl ESAT 


AGF. CHLORINE 
STMAS TREES 


DEODORANTS ANTIPERSPLRANTS 
DETERGENTS 

OLSINFECTANTS 

OVES 
ELEC 
FELT 


C BLANKETS 
TIP F 


FLOOR CLEANERS WAXES 
Foot AbOLTIVES 

ALG, COLOURING FOOD 

ALO, PRESERVATIVES FOOD 

A2t FLUORIDATED WATER 
22, FORMALDEHYDE 

3, FUNGICIDE 

4. FURNITURE POLISH 
5,GAS APPLIANC! 
HALF SPRAY 
7,PLASTIC PACKAGES 

5, INSECTICIDE NG PEST STRIPS 
22 KEROSENE 

ASG ,LACQUER 

ASt MEDICATIONS 

ASZ,MINERAL OIL 

.MOTH BALLS CRYSTAL! 

ASS, MOTHPROOFED PAPER 

AZ5 ,MOUTHWASH 

AS6,NAIL POLISH 

83S.0LL LUBRICATING 

AEP OVEN CLEANER 

AGO,PAINT FUMES 

AS), PARAFFIN 

Aol, PERFUMES APTERSHAVE 

A463, PERMANENT PES! 


Allergens Reported (2) 


425i. 505) 
AE2, 57 

45S ,8CL 

ASS, SMG 

454,.7oR 

455 .S5F0 

A55.STA 

Any. TEP 

ASS. PHE 

460,700 

Ast, TUR 

ASZ.VA 

AGS .SL 

ASL EPOX 

AOS. VARSOL 

Ao*. CLEANE 

AGS .APPLIA RAGIO TELEPY ETC 
és. STORES 

AST FABRIC 

466, COTTON 


1. 
a. 
o 
=x 
a 
2 
F 


A&P, POLLEN 
A&P, RAGWEED 
ASF ANIMAL HALA 


a ea oa 
rE Ole OD 


> > & B >) 


-bDbDED 


nD Tr a 
FOZ 
aa 
u 


i) 


(ren 
DIOL 
TOL pi 

»m 


aT F nd a ba 


fine 


UG 


Mac be 


13. 


Allergens Reported (3) 


:=) HEAT 


s CHOCOLATE 
229, CHLORDANE 
sPAPER 

INK 

sNEWSPAPER INKS 
“MAGAZINES HIGH GLOSS 
235 , SUGARS 

825.CANE SUGAR 

B37 , VEGETABLES 

BS8,0RUGS FOR HAYFEVER 
@S9,REE STINGS 

B40, VINEGAR 

B41,HEAT EXTREEM 

B41, TEMPERATURE EXTREEMS 
Se1,COLD EXTREEM 

B42, AIR 

BGS,FABRICS NAURAL 

Boe, SULPHITES 


OD UG OW MH OM su UO OY WU OOO 


go 
is) 
L 
L 
x 
5 


3 


q 


14. 


64/28/85 


ACCOUNTANT 

BUS DRIVER 

CHEF STUDENT 

CHILO CARE WORKER 
COMPUTER ROOM SUPERVISOR 
COURT REPORTER 

EARLY CHILDHOOD EDUCATOR 
FAMILY COUNSELLOR 
FARMER RETIRED 
FOREIGN EM CHANGE OF 
MANDICAP WORKER 
HOME SUPPORT WORKER 
HOMEMAKER 

AOQUSEWIFE 

HOUSEW 
HOUSEWLFE 
HOUSEWIFE 
INDUSTRIAL LAB TECHNICLAN 
MEDICAL TECHNICIAN 

NURSE 

NURSE HOUSEWIF 
NURSE PUBLIC HEALTH 
NURSE REGISTERED 

NURSING DIRECTOR RETIRED 
OFFICE WORKER 

PHYSIOLOGY 

PRINCIPAL RETIRED 
PROFESSIONAL 

PUBLIC HEALTH NURSE 

REG NURSING ASSISTANT 
RESOURCE TEACHER 

RETIRED 

RETIRED 

SCHOOL TEACHER 

SECRETARY 

SOCIAL WORKER 

SOCIAL WORKER TEACHER 
STAFF RELATIONS FED GOVT 
STUDENT 

STUDENT 

STUDENT 

STUDENT 

STUDENT 

STUDENT 

STLGENT 

STUDENT 


15. 


(Reported) 


12 - Teaching 
Students 
7 - Nursing 


5 - Housewives 


Note: 


A large number of submissions 
complained about the amount 
ef chemicals in the school 
environment. 


Health Practitioners Reported by Patients 


sHEOMATOLOGY 
P35, LEARNING OISABILI 
P3é,LUNG SPECIALIST 
«PAEDIATRICIAN 
MASSEUSE 


16. 


Onset Factors Reported by Patients 


OOS.MOVE TO CiTY 
O04.CHLORGANE EXPOSURE 
OC5,ROOT CANAL 
O0S5,.WORKPLACE ENVIRONMENT 
O07 ,HOME HEATING METHOD 
008, PHYSICAL INJURY 
OO9.VIRAL INFE 
O10,FO00D POISONING 
O11,STRESS 

O11, BIRTHING 
O1zZ,ORUG REACTION 


Note - We did not start looking 
at this area until late 
in the coding. 


17, 


7 Recommendations Reported 


OF ALL GAS EMISNS 
IN WORAPLACE 
AVS.PAINTING WHEN NO ONE PRESENT 
XLT, EMOTIONAL SUPPORT FOR ENV tLL 
XLS,FINANCZAL ASSIST ENVIRONMENT 
ALF INFORMA ON HAZARDOUS eM 
X30, 5CH00US ENY SENS CHILDREN 


OHIP RE NIT LON 

ASSIST TRAVEL COSTS 
DLSABLLITY 
sSTLDY REGIONAL PROBLEM AREAS 
XZS,GERIATRIC ECOL SAFE FACILITY 
K27,.G6VT CON i BUILDING MATERIAL 
X28.50VT CON LL ALR QUAL INSIDE 
X29, MAGNETO PULSE IN HOSPITALS 
ABG.MORE CLINICAL ECOLIGISTS 
XSL, 0ISAGILITY PENSIONS 
XSZ,MEDICAL SCHOOL TEACH ENVIR ™: 
XSS.INCREASE TIME WITH THERAPISTS 
X34, ZARLIER TESTING - 
X35, INSURANCE COVERAGE 

X38,NO SMOKING LEGISLATION 
X40,PERFUME FREE AREAS 

X41,GOVT COMPENSATION JREAFOFMALD 
X42,EXPENSES TAX SEDUCTISLE 

X43, HOSPITAL WITH CE UNIT 

X44, ALLERGY 
X4S, INSURANCE 


xSO.MEDICATI 
51, iNFCRMA 


9S,END C= 


is. 


nD az za Fr FF EF HE SS Uo 


CODING FORM 


PATIENT RECORD 


Poe RETR SE ae RS LAST NAME eee OF IRST NAME 
Stow rie tn ee Be AnD1 
tect tee eieoeos cose eocces “ADDS  ~ SOURCE CLASSIFICATION 
(S=SELF, PSPARENT, R=RELATIVE, 
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Appendix 5 This letter from a severely ill patient 
has been typed to ensure legibility after 
reproduction. Although permission has been 
received from the author for public release 
of this correspondence, elements of identi- 
fication have been deleted to preserve as 
much confidentiality as possible. 


December 29, 1984 


Judge George M. Thompson, Chairperson 
Scientific and Technical Committee 
Provincial Court (Family Division) 
311 Jarvis Street 

Toronto, Ontario 

MSB 2C4 


Dear Sir: 


I am very pleased to hear that a committee has been formed 
to study Environmental Illness, and that you are the 
Chairperson. I hope that as a result of all your hard work, 
many people with this illness will benefit in many ways for 
we and families have many needs that are not being met now. 


I apologize that this is not typewritten but I am no longer 
| able to use our typewriter. I may even have to give up on . 
2 this pen before I finish as I usually use a pencil for 

correspondence - but I am attempting to make this look a bit 

more presentable than my normal correspondence to friends. 
| So, I hope you can read my writing. 


You may wonder how a 37 year old mother (farm wife - former 
| teacher) with two school age children home on holidays could 
= manage a letter at this busy time of the year which is usually 
filled with family and social events. I am able to manage it 


because my husband took our children away early this a.m. 
| to travel 150 miles to go to see my father at his home, take 
% him on to see my mother in the hospital. So here I am alone 1 
again, writing to you to try to let you know just how my life 
| | is-firstly it's lonely because I cannot see the family that 


loves me and needs me. My parents are at an age where ‘hey 
need me and I can't walk inside their home because I collapse 
| from the propane gas, their wood smoke and their cooking 
: odours. I can't even give them a hug because the detergents 
on their clothing causes astiuna, itching, depression, migraine 
ry and weakness. I have a huge family with huge family gatherings - 
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even when they “prepare their bodies rome, i still can't 
be in an enclosed area with them. I miss all the family 
this fall, I missed seeing my two children as ringbearer 
flower girl in a niece's wedding - then I misse@ my husba 


parents' 50th wedding anniversary party - as well as 

my children's Christmas concerts, plays,recitals, lessons, 
games, etc., etc. Such isolation I never knew existed 

until I became well enough again to realize what I was 
missing. For you to see, I was missing quite a few things, 
for quite a few years but I was so desperately ill, wondering 
if I'd ever see a painfree moment, or breathe freely or walk 
by myself again and get myself to the bathroom alone that 

I wasn't really aware of much else,I was more interested in 
trying to convince myself that I was not a quitter and that 
I would not give up! and that I would get out of that bed, 
out of that room and get somewhere, somehow & get some help. 


During the nine years (almost 10) that I have been ill (since 
the birth of my second child), I've been through the mill - 
so to say - in my search for the cause of my pain and weaknes 
My G.P. diagnosed a classic case of migraine - we started in 
the merry round of migraine medications. Himself, a migraine 
sufferer, we discussed attacks - yet mine continued to worsen 
began to baffle him. My husband would cart me in, the G.P. 
would ask "how long have you had this one?” and if I were 
able to reply, I may have said 2 weeks ~ 2 months. He'd get 
out his big blue book (it has a name - look for another drug 
to try. Meanwhile, I was trying very hard to find out more 
about migraine and trying to look after my home, my children 
and teach part time. When the G.P. had me on various medi- 
cations and I seemed to get worse and worse, we started the 
round of specialists - well I was a classic case of allergies 
confirmed by 2 orthodox allergists. Pinally, we had an 
answer and so begun the hyposensitization shots and the mad 
rushes to the emergency and the almost total confinement to 
bed except for the occasions when codeine would make me hyper 
active and I'd get up clean my house, go out, or have friends 
over or whatever until I again collapse@. The orthodox 
allergist told me from *his testing and blood work, he was 
surprised that I'd even been able to travel from Toronto from 
the and that my alles 
including fatique, etc. - were keeping me so ill. 


Upon each reaction to serums and after long distance calls 
etc., I was reassured that I was just super sensitive and th 
serums needed dilution. Upon arrival at emergency, once my 
G.P. suggested that we forget the allergy shots and that I 
stay in the hospital where I belonged. Well, I already knez 
I couldn't stand hospital (1) noise, (2) light (3) smells - 
including sheets, cigarette smoke, cleaners, waxes, staff 
perfumes, disinfectants and (4} foods - including just about| 
anything at that point, so, I was treated in emergency and 
released - but discontinued shot. 


In the meantime, my baby was now five years old. I felt Lx 
I'd missed her childhood completely. My husband felt like 

he was mother to all of us and he wondered if he'd ever hay 
awife again. I wondered if what everyone hinted to me 
really true - that this was all in my head that " 

a neurotic housewife who had too much time to tnink of 
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I was trying to cope with migraines and other debilitating 
symptoms as well as trying to continue my gart time teaching 
job. During my better months, January - February, I had 
sometimes been able to go into supply teaching at the small 
school where I had taught before my first child was born. 

The principal valued my supply teaching skills and went all 
out to make the school O.K. for me. She didn't wear perfume 
or allow anyone else to, when I was coming, no smoking, no 
room deodorant, no freshly done ditto sheets. I loaded up 

on antihistamines and was able to teach sometimes. Sometimes, 
I couldn't and had to be driven home. Spring and fall, I 
wasn't called because she knew I was always ill in spring and 
fall. It wasn't much teaching but it sure helped to pay some 
of our bills - for medical expenses for me and for trips to 
specialists, etc. 


In the spring of 1980, I finally consented to staying in the 


hospital .~ ‘overnite' ~ well after one month and 20 lbs. 
weight loss in spite of very strict and consistent efforts of 
staff to protect me from hospital odours, etc., etc. I came 


home to bed to await my appointment with another specialist 

My neurologist had referred me to acupuncture therapy*. 

The acupuncture helped with the pain. I was able to eat again, 
however, has office wiped me out. He would be forever rushing 
me outside for air. This was very expensive due to the 
travelling - also, I was reacting more and more to his office 
so, this had to be discontinued. 


In the fall of 1980, I had some testing done by a clinical 
ecologist who verified when I had long figured out on my own 
(with the help of orthodox allergists) that I was very food 
chemically sensitive ~ that what others may not even be able 
to smell - I could smell and it make me weak, nauseated, 
migrainous, depressed, itchy, asthmatic, black out, sleepy, 
dizzy, drowsy, fatigued, disoriented hyperactive or whatever 
depending on the substance. 


I came home - was six weeks in bed before I was able to be 

up on my own & I could figure how and what we were going to 

do next. We knew, we couldn't travel to Toronto and Ss. 

Ontario for testing because: (1) we couldn't afford it 

(2) the clinical ecologist did not recommend drops because 

I was so unstable, he had no treatment for me anyway (3) there 
was no place for me to stay in the city because friends' homes 
make me ill, so, do hotels (4) by the time I reached Toronto, 

I was too ill for testing. 


So since 1980, I have been trying to make my home environment 
safe for me, trying to find foods which I can eat, and trying 

to rebuild my immune system through, rest, relaxation, exercise, 
prayer. I always try to be thankful that I survived. I don't 
know what lies ahead for me or for my family. TI don't know 
where to turn for help. I know many people are being helped 

by alternative therapies, by clinical ecologists, by treatment 
for years infections, etc. I cannot travel to try 
therapies. I can't afford them anyway. I have no 
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pension. I did not even try to get one through my private 
life insurance company because I know of the hassle involve 
and I do not have the strength to face that stress - to 
fight that fight. I know of the struggle others have and 

I do not want to take that one on just now. 


I try to use my energy to provide a loving environment for 
my children as well as do as many of the many tasks which 
need to be done to keep our home safe for me. I am now abl 
to look after myself a lot of the time. When I am not, ay 
family must provide the 24 hours nursing care, I reguire as 
my G.P. was unable to secure Home Care for me. Even if he 
were ~- he would never be able to find one who could get nea 
me without me becoming worse because of the scents, etc., 
which everyone has on his clothing and body - so my family 
must do this. 


The isolation I have is not 'healthy' for anyone I know but 
I don't know how else to keep myself mobile. I do try to 
see friends on occasion out doors and I try to keep in touc 
with family and friends. The frustration of not being able 
to afford treatment, if there is any, is stressful for us. 
Also, my husband has this fear that there is no place to 
take me in case of accident. They don’t want me in my loca 
hospital because they know what happens to me there. I fee 
for our future as a family. I am thankful that we have 
managed to stay together because I know many families break 
up due to the stress, frustrations of this illness. There 
are many adjustments for all of us. 


I have concerns for the future health of my children becaus 
of the genetic nature of allergies. Will their mild allerg 
now develop into this later? Is there more we could do to 
prevent this? These are some of my questions. 


When my family returns tonight, they will have to undress ¢ 
in an unheated porch because we can't afford to heat it, sa 
as not to expose me to any of their chemicals. They will * 
to bath thoroughly and yet none of them will be able to giv 
me a hug or be able to sleep with me. I will be behind the 
walls in my bedroom asking the same old questions: Die you 
have a good day? How is grandma, how is grandpa?, etc, etc 
I will be ever so thankful they've arrived home safely and 
asking to cuddle and touch them but I know that by tomorrow 
I will be able to probably unless tomorrow, I am ill. 


It is getting dark and I've turned the lamp on. It has bee 


good to spend this afternoon telling you my story - yet 
difficult for me, although I realize I've come so far andi 
can think, feel and laugh again. I realize, for me, the 
future is uncertain - just as it is for the thousands of ot 


all over the world who suffer this illness. I hope that yo 
committee will-recognize this illness and that research wil 
give us some answers. 


Sincerely 


ns 


Appendix 5 This letter from a severely ill patient 
has been typed to ensure legibility atter 
reproduction. 


February 2, 1985 


Judge George M. Thomson 
Provincial Court (Family Division) 
311 Jarvis Street 

Toronto, Ontario 


Dear Judge Thomson: 


I am going to try to put my experience in itemized sections, 
sO as it is easier for you to study and comprehend. 


CAUSE: In Florida, on holiday - took severe allergic 
reaction to something. I ate or drank and was rushed 
to hospital and given medication to control reaction, 
but nothing happened. Thus, I was given a repeat 
of same shots ~ severe head pain resulted and from 
then on I went down hill. 


TREATMENT FOLLOW-UP: A few days later, severe hungry and 
weak spells began, to the point of hanging on to 
things to stand up, as I got so faint. As I was 
still in U.S.A. and 0.H.I.P. didn't cover all, 
expenses, I had to pay many bills on my own. 

(I was given more consultation, blood tests and 
medication to try and help me) 


when I returned home to doctors started me on 

different drugs for tension, as they felt this was 
the cause of my symptoms. I reacted very badly to 
all of them and was felt much worst after each one. 


= 


By this time, I was having severe head pain, 24 
hours a day, weakness, migraines, tachycardia, 
nausea, vomiting, dizziness, and I lost the ability 


to use my eyes for about 2 years. (My mom had 
to read things to me ~ she read about 10 books 
to me over that period of time). I was unable to 


lay down, as the symptoms increase@ in intensity. 
Thus, I slept sitting almost straight up for about 
2 years. My parents finally resorted to getting a 
| hospital bead from Red Cross, so, it could be rolled 

up to the angle I needed. Pillows couldn't 
piled high enough. 
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After seeing 30 physicians in every field - 

heart specialists, ear, nose and throat specialist 
internal medicine specialists, 

standard allergist, , topical fer 
specialist, family physicians, psychiatrists, etc. 
plus being in different hospitals - all unable to 
offer any conclusive diagnosis (with the exceptior 
that they discover a Lupus trait in one of their 
tests, which I was told to check on every year). 


I was directed to see Dr. Clinical Ecologist 

(my parents in desperation, had gone to a Hea: 
Seminar and gone around to the different people 
telling them about my case and asking for help - 
answer was to write to Doctor and he recommended 
Doctor 


DIAGNOSIS: Doctor - , through 


consultation and testing, found me to be severely 
allergic to foods and chemicals. After many month 
he put me in a chemically free home of another 
patient, and tested me - about 50 foods (organic) 
all of which I reacted to (He fasted me for 
about 6-7 days on spring water). I then went to 
live in an apartment in which I kept free of perf 
smoke, cleaners, etc. If I stayed in isolation - 
which I did for 2 years, my symptoms eased about 
25 - 40%. But if anyone came into my apartment, 
or I went out, I was back to square one again, = 
though, family and friends bathed and washed hair 
in my soap for 5 days previous, and wore clothes 
provided, they picked up odors on the way and I g 
sicker from their visits. So, isolation hecame t 
only way for me to have a level of symptoms that 
were easier to handle. For many months, I was 
unable to use even a radio. Gradually, after ako 
6 months in isolation, I could listen to an old 
radio covered up, for very short periods of time 


As I wasn't progressing fast enough, Dr. 

moved me out of pollution on a trial basis (to a 
patients home in ). After many wee 
I began to notice minor improvements. 


I could drive my car again, for short periods of 
time - first wearing a charcoal mask, then going 
without it. (From this feedback, Dr. 

suggested me to move » permanently 
- thus to finding suitable ecological housing, is 
very difficult. It cost me a few hundred dollars 
and the moving cost me a few hundred more. 


3h ss 
RESULTS OF MOVING NORTH: I have seen more benefits 
from this moving. The air is a major factor for 


FINANCES: 


me. As I found testing and serums just 

made me worse. I chose to stop these parts 

of the program, and keep to the clean air, 

clean water, organic food. On this regime 

I saw more definite changes. For a high percentage 
of patients,serums really benefit them (for myself 
and for others, it seems that our systems aren't 
strong enough to handle either the testing or the 
serums. Each time, I tried them again, I went 
backward. 


I went to a homeopath for a period of time (until 
I began to react to the treatments) and he was able 
to bring another percentage of healing to my system. 


I also went for prayer (laying on of hands)and saw 
more improvement. As we are made up of body, mind 
and spirit, I believe all three must be dealt with, 
in order for total healing to take place. 


After 5 years in area, I can go to town once a 

week to shop- if I move in and out of stores quickly 

(when I first came up, it was a nightmare - I was 
sick afterward). The cleaner air helped 

me to be able to shop for very short periods of time, 

but I was in bed for a few days after. 


Shopping was out - I was just too sick to even try - 
Dr. & my parents did all my shopping needs 
for me - (food, personal items, etc.) 


Because I could not get a diagnosis in the 
beginning, it took me a very long period of time to 
obtain my disability pension from Mutual of Omaha 
Insurance Co. (As it is, they owe me $2,000.00 
for the time I had the disease, but had no diagnosis. 
They refused me the $2,000.00 for that reason 

For my disability pension from them, 1 
had to use a lawyer's services, which came to about 
$1,000.00. Up to the point, I received my disability 
pension, I was on unemployment insurance (for 15 weeks) 
then on welfare - about $216.00/month. As O.H.1.>?. 
didn't cover all doctors’ expenses, I had to pay a 
fair sum of money out (I can't tell you how much?, 


I can't remember) 


My staying at the other patient's home for 

and food testing came to well over $1,000.00 - none 
of these were covered by anything, even though, 
patient was a Registered Nurse. 


CAR: 


PROBLEM: 


CLOTHING: 


FOOD: 


INSURANCE CO. PROBLEMS: At the moment, there is a chance 


My moving from = cost me 
a few hundred dollars. 


My disability pension cheque does not increase with 
the cost of living. My Canada Pension does. 

This year, I received about a $10.00 increase 

(4.4% cost of living allowance). This doesn't 

come close to meeting the needs which I have. 


Because of living where I do (to have the cleaned 
air), I need a car. My parents bought me a used 
car - $2,400.00, 2 years ago, when my other old 
car broke down. Now IT am in need of another car 
as this one is rusting out quiet badly and fumes 
are getting in, causing my symptoms to increase 
when I have to go to town. 


I don't have any money to buy one and neither do 
my parents - they are both retired and on pension, 


As I react to all fabrics - even cottons, I've 
had to purchase many things, many of which cause me 
reactions when I try them on, so have to be discarde 
or given away. 


Money has gotten so tight, I don't have funds to 
try and find clothes to replace what I have worn out 
I have seen me spend $100.00 on clothes and be able 
to wear either none of it or about 25% of it. $o 
you see - clothing is a very costly affair for me 


As I try to eat as much organic food as I can and 
organic food is more expensive than commercial grow 
food, this is another great expense. I spend 
about 1/3 of my finance on food. I need to spend 
more to have a good, well balance diet, but I can': 
afford it. 


There is no money whatsoever for medical expenses, 
dental bills, or any other extras which I might nee 
All my savings are gone, due to expenses incurred 
during my illness, I was forced to drop Blue Cross 
Insurance because of lack of finances. 


which I could lose my Mutual of Omaha Disability 
Pension, which I fought so hard to get it 


Even though, they Nave well documented evidence 

of my iliness (or could obtain it from Dr. } 
they have insisted from time to time that I go baci 
to a Clinical Ecologist for re-evaluation. At one 
of these insistances, I attended a Clinical Ecolos: 
who was very open and understanding of the fact 
testing made me feel worse, so he used another 
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for his assessment and I became worse and was 

left with a problem in my left arm which I 

didn't have before. The next time, I refused 

to go through anything again and they said O.K. - 
as long as you can get a physical by an M.D., 

we'll be satisfied. Once again, they are pushing 
for re-assessment and refuse to allow my M.D. 

to give me my physical to allow for continuation 

of funds. They are demanding, I travel to Toronto 
to a Clinical Ecologist to be re-assessed, and 

they will pay for any treatments, etc., he wants 

to do. I am fighting it all, the way, this time, 
through a Legal Aid lawyer, as I am just beginning 
to feel like a human being again. I am finally 
able, after 9 years, to tolerate a T.V. used in 
my home, also a stereo - both gifts to me. I can 
now get into a couple of other homes for a short 
periods of time periodically, my foods and chemicals 
are finally substantially, more stable for longer 
periods of time. My town visits are becoming easier, 
All these improvements have come from a LOT OF hard 
work on my part - careful eating habits, clean air, 
clean water, and very careful controls on my 
exposures both in and out of my home. 


A trip to Toronto in a car, I don't tolerant (mine 
is too smelly from fumes to travel that far), any 
treatment or testing this, Doctor chooses to us > 
from past experiences, these things have put me back 
in bed for sometimes ~ 2 months - my foods and my 
chemicals become very unstable and I have to stay 
all over again. As I understand, I am not the only 
one fighting with these insurance companies. HELP 
is badly needed here. 


Do they have the right to cause pain, etc., to be 
inflicted on a human being just to get their needs met? 
Do I have to be subjected to pain in order to receive 
benefits rightfully mine? 


Because it is a relatively new diagnosis, in the field 
of medicine, and because it brings about so many 

needs and so much need for understanding on the vart 
of many professionals and institutions, I trust this 
committee will be the beginning of a Listening ear 

to our cries of help. 


Sorry, this is so long, but all that is involved 

to give a total picture can't be summarized in a 
much shorter form. Thank you for your time, Mary, 
and good luck as you proceed to make up ur report 


Sincerely, 
P.S. : Could you pass this on to the Judce to read 
as it would give him a clearer picture of 


the situation. 


APPENDIX 5- Letter - Severely Ill Patient 


Dee. 28th, 1984 


Judge Gerage Thompson, 

Chairperson, 

Committee on Environmental Lllness, 
Provineial Court, 

Family Division, 

311 Jarvis St., 

TORONTO, Ontario 

M5B 204 


Dear Judge Thompson: 


I am encouraged by this opportunity to tell my sory to 
the Scientific and Technical Committee on Environmental Iliness. 


~ 

I amathirty-four years old single woman. I have a degree 
im social work and worked in my profession for five years after graduation. I 
worked three years for the Children's aid Society and two years for an Infent 
Development program. 


For the past three and a half years I have been unable to 
work or even look after myself due to Environmental [llness. 


My symptoms are many but my most disabling are severe 
depression, weakness and blackouts, These now occur at the slightest exposure 
to chemical. 


I suffered from traditional ellergies and asthma as a child. 
When I was attending the University of Toronto in 1969, the majority of ny 
classes vere in the Faculty of Dentistry Building. I began to suffer from 
dizzy spells and severe depression, These symptoms first occurred in clinics and 
anatomy labs and later generalized, I was forced to quit university and ended 
up in a psychiatric ward. I was treated with shock therapy: and drug therapy. 


I was unable to find anti depressants that were of much use 
and after two years I gave up on trying medication. I moved back to and 
then worked for two yesrs in - I later attended university for four nore 
years and worked five years. 


During this time, I suffered from severe depression off andons 


The last one and a half years I worked I was again seeing a therapist on a regular 
basis. 
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Nothing nelped. My health deteriorated with gastrointestinal 
problems, depression, dizziness, weakness, exhaustion and collapsing. I went to 
various doctors and clinics but nothing ever showed up. 


In 1981 I saw a clinical ecologist and was diagnosed ashaving 
environmental illness with multiple food and chemical sensitivities, By this time, 
I was no longer able to work. Six months later, I had no money and no place to live 
I had applied for Disability from the Ontario Ministry of Community and Social Servis 
I had been turned down. 


Friends who live on the took me in. I spent 4 
summer there but in the fall I could no longer stand the smell of wood smoke used to 
heat the house. I now blacked out from the slightest exposure. to perfume, fabric 
softeners, shampoos etc. 


My 77 year old aunt moved out of the apartment above my parents! boi 
I have been living here in isolation for two and a half years. 


I can go no where = not even to visit in my parents' home. I 
not seen a doctor for two years because first I cannot make a trip to Toronto and 
secondly the doctor has told me there is nothing he can do for me at this time bec 
T am too sensitive. 


My parents, my Mother 63 years old, my Father, 75 years old are 
still working full time trying to make ends meet. My Father a barber, my Mother a 
secretary, will retire with no pensions other than the Canada Pension Plan, : 


T see no one = day in and day out. My Mother has a back conditi 
and only climbs the stairs when I need nursing care i.e. need help to get to the 
bathroom etc, My Father, on working days, is too perfumy for me because of the 
barber shop. 


When I moved home, I applied for welfare and again applied for 
Disability from the Ontario Government and Canada Pension Plan Disability. 


Iwas granted Welfare after two workers came to my place, I 
blacked out and came to gasping for breath. The smell from their clothes was far 
too strong for me. My Canada Pension Disability was granted without any question 
or difficulty, It is only $241. a month. 


I was again turned dow for Disability by Ontario with 
absolutely no explanation. I felt desperate and defeated and really didnot feel 
able to launch an appeal. I was fortunate this time to have an MPP who was 
willing to fight for mes One and a half years after my re-application I was 
granted Disability. An incredibly long, stressful time. I think the only reason 
ny application was accepted was because of the political pressure applied. 
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I have had support from my family and friends - what happens to 
those with no money, no home, no job, no family no friends. Believe me when I say, 
there is no where to turn. 


My parents and I have grave concerns for the future. My total 
monthly income is $459. My "less contaminated foods", which we have shipped from 
Toronto, cost over $300. It will cost more when and if I am ever able to tolerate 
more. I have to rent oxygen tanks and buy supplements to bolster my grossly 
inadequate diet. My parents had to convert to electric heat, they have to keep a 
second car going because I cannot tolerate the perfumes etc, in other cars, There is 
just no money to keep this up much longer. 


Even if I could make trips to Toronto and have treatment, I could aot 
pay for the trips or the testing procedures used. 


There are no doctors in the area who can actively treat me. Wo 
matter how sick I am I have no one to call - I face it alone. I am afraid to go to 
the hospital because no one understands how sensitive I am. Last February, I chose 
to stay here alone, with no medication, while I passed a kidney stone rather than risk 
going to a hospital. I was fortunate that it passed and didnot require surgical 
intervention. 


Judge Thompson, something has te happen for us, Wwe need the 
illness recognized. wWe need good scientific research immediately, We must have 
adequate funding to cover our expenses. We need understanding and compassion from 
the medical profession and government agencies. At times, I am so exhausted, so 
‘tired, so fed up, so frustrated and so sick I can hardly go on. 


I would hope that the focus is placed on the illness, the patients 
and their families, I have many concerns about the now available treatment but it is 
all that is offered to us. 


I found it difficult to believe in Ontario there is no help for ae. 
Do I have nothing but isolation ehead for many more years? All that I am as a person 
Says isolation is destructive. Place anyone in isolation for years and what happens? 


As I reread this letter, I walize how inadequate words are in 
expressing all the pain, loneliness and despair I have experienced. Each day I wake 
up I chose life. Many nights- when I go to bed all I can say is I made it through 
another day. We all need help ~ what more can I say secee 


Yours sincerely, 


APPENDIX 6 - Example of costs 


APPENDIX A 


My Monthly Expenses in treatment of Ecological Illness 


Pancreatic enzymes 

Vitamins 

Oxygen 20% of $100.00 
Organic food extra cost 
Desensitizing drop 

Testing & Doctor's visits 
Steam activated charcoal 
Taheebo tea 

Extra travel & expense to get 


chemically free products 


Total each month 


$100.00 


50.00 
20.00 
50.00 
15.00 
20.00 
30.06 
25.00 
50.00 


$360.00 
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{this was much higher) 


(this was much higher) 
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Present Treatment Tegretol (200 x 4 per day = 800 mq). 

Opticrom eye drops for dry, bloodshot eyes. 

Various drops from homeopath. 

Dust, mold and ethanol allergy drops. 

Ionizer in bedroom. 

Use of magnetic machine for short periods of time. 

Diversified rotary diet. 

As much organic food as possible (especially fruit, 
vegetables, oils and nuts). 

Oxygen Tank in bedroom for use to shorten length and 
intensity of attacks. 

Many food supplements to improve nutrition. 

Chiropractic treatment and cranial therapy. 

Avoidance techniques, e.g., will never perm hair, 
wear cotton clothes, etc. 


Approximate Costs per Year (Not covered by OHID) 
Oxygen $ 900 

Supplements 3,800 

Naturopath 1,000 

Homeopath 800 

Chiropractor 300 

Magnetic Machine 1,000 

Clinical Ecologist 1,000 

Prescriptions: 


. Tegretol and 


Opticrom 700 


Travelling by bus 
to doctor's 800 


Long Distance calls to 
doctors 100 


Most groceries from 
health food stores 1,300 


Appendix 6 Costs This submission has been typed to 
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». it was up to the practising doctors to come up with 
good scientific background to justify their procedures. 
In some ways this was a lot to expect from this type of 
doctor because generally they were underpaid for the amount 
of time that they tended to give to their patients. In 
effect, basic research should have been funded for this 
work. It has now been 7 years since this letter was written 
and I'm not aware of any such public funded research. It 
gxrieves me that the medical profession is still more interes 
ed in treating symptoms than in finding the true cause of 
illness. 


Over the past 7 years, Our medical costs for Dr. 
have been close to $2,000 of which OHIP has paid less than 
25%. At the present time, a day (6 hours) of testing and 
treatment. cost $80.00 of which OHIP pays $14.40. I feel 
these costs are quiet (sic) reasonable and well worth 
the benefits which have resulted. 


Over the past few years I have been free of my original 
symptoms but of late I have developed new symptoms brought 
on mainly by mould. These symptoms include bruising and 
arthritic conditions. JI have from time to time been in 
desperate need of a place I can go to be completely free 
of polutants. At one time rooms were made available in 
hospitals for this purpose but no longer seems to be the 
case. It is hoped that the ...... Research Centre, ..... 
Ontario will help fill this void. 


a ae oe a 
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of allergy with Dr. in January, 1985. (I was too 

ill until then to make my scheduled appointments.) 

Between July, 1984 and January 1985, I stopped eating -¢nany 
of the foods suspected of allergy and stopped most of the 
drugs I was taking. My migraine headaches have never 
returned since July, 1984. My digestion improved some- 
what, but I still had recurrent indigestion, nausea, 
diahorrea (sic) and sinusitis. The testing from January 
until present (4 sessions) has revealed extreme sensitivities 
to many chemicals, most grains, milk products and some other 
foods such as potatoes, eggs, sunflower, etc. 

Dr. made up serum drops for the chemicals I am 
sensitive to which neutralizes the reactions in my body. 

I have now given up all the major foods I am allergic to 

and my digestion and diahorrea (sic) have improved greatly. 
I will be getting serum drops for some of the foods as well 
so that I can eat small amounts. I have started to put 

on weight again after dropping to 104 1b. in May/June 1984. 
I am now lll lb. TI try to avoid many of the chemical sub- 
stances I am allergic to but this is almost impossible as they 
are so pervasive in our society. Dr. monitors my 
sensitivity levels and, if further improvement is not noted, 
he will continue testing for other unsuspected allergies. 


Not only has this illness cost me my job and income, 
but I can no longer tolerate working in an indoors polluted 
environment, i.e., Offices, factories. This restricts 
my future employment. I am forced to move from my rental 
accomodation (sic) due to the oil heat and allergens within 
that I cannot change. Any house that is purchased will 
likely need costly renovations to install electric heat 
and rid it of allergens. I had to purchase a $250 Bionaire 
aire purifier that is inadequate but is all I could afford. 
I must purchase bottled water to drink or buy an expensive 
water purifier. I cannot eat many foods and must purchase 
many items in a health food store at a higher cost. I need 
vitamins as my diet is not varied enough to supply me witna 
enough nutrients. Even these are costly as they must be 
yeast, corn and additive free. I spent $1200 above what 
QHIP pays on doctors and initial corsultation ... it does 
not cover the $70 cost of each session. 5-6 sessions are 
necessary to complete testing for all food and chemical sus-~ 
pects. The session is from 12 pm to 6.30 or 7 pm and is 
well worth the cost. During the session two people do the 
testing aided by Dr. , and, as well, you cons 


lt 


with Dr. twice for 5-20 min at a time. The serums 
for neutralizing cost anywhere from $15 - 40 per month, at 
least one for foods and one for chemicals, depending on you) 
personal allergies. This can run up to $80 - 100 per monta 
but are necessary to stop reactions that are making you ill 
and allow your body to strengthen to the point that it be- 
comes no longer allergic. The serums are personnally made 
up for each specific individual at the ........ office. 
The “Nystatin” fungicide to control yeast is between $20 
and $35 per month depending on your level of allergy. 


The goal of treatment is to lessen your allergies to 
the point that your body becomes strong enough to recover 
and is no longer severely allergic. This can take from 
one to 3 years and some people have never recovered suffi- 
ciently to live in the usual environment. The costs of 
testing and treatment are high and should be covered by 
OHIP at least partially. Some provision could be made 
for discounts, rebates or funding on prescription for 
special changes in lifestyle that are necessary and costly 
such as organic food, vitamins, cost of water and air 
purifiers, drugs, buying non-allergenic beds, linens, 
clothes, house renovations, etc. This should be listed 
as a specific syndrome for purposes of unemployment 
insurance, private insurance, WCB payments, disability etc 
As it stands now, environmental sensitivity is not usually 
recognized as a legitimate sundrome by government and 
private agencies. For severe cases Ontario needs a wing 
in at least one place they can go for treatment. In its 
most severe form the disease is life-threatening and should 
be taken seriously. If we do not relieve the financial 
burden on the families and people afflicted by environmenta 
sensitivities, then we risk placing a bigger burden on the 
government as these people lose economic vower to be part 
of this society. This disease is hard enough to bear 
socially, mentally and physically since it usually in- 
volves isolation from friends, activities, shopping, em- 
ployment, and even family. Please consider alleviating 
the financial hardship which is in your power to do. 


Sincerely, 


My apologies for the handwritten submission but I 
have no access to a typewriter and paper at the moment. 


This submission has been typed to 
ensure legibility after reproduction. 
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costs 
PAST COSTS incurred in changing our life style. 


Removal of U.F.F.I. less government 


reimbursement $ 2,500 
Paint 300 
4 wooden second hand beds 240 
2 wooden armchairs second hand 300 
Futon and frame to act as chair/spare bed 300 
Cotton floor rugs 120 
Reed matting rug 60 
Blinds 200 
Cotton bedding, sheets, blankets, pillow 

Pp. slips for 3 people 450 
Cooking utensils, stainless steel, cast 

iron, glass 300 
Microwave oven (cooks fast, fewer smells) 750 


100% cotton clothing for 3 people to 
replace mainly synthetic clothing, for 2 


teenagers 2,000 
Installing and buying electrical heating 

with heat pump (we cannot tolerate this) 5,500 

4 oil encased floor heaters 536 

2 water encased electrical floor heaters 300 

$13,856. 


NOT COVERED BY OHIP 


Cytotoxic food allergy testing for 3 people 1,500 
x 5 (children re-tested in 1983) 


i Sublingual chemical testing for 3 people 
at Dr. ----- and Dr. -- 660 
Neutralizing drops 100 
Neutralizing shots 100 
Supplementary vitamins, minerals, enzymes 4,200 
and glandulars for 3 people 1981-85 
if 
| 46 months @ $200 per month 11,560 
Sub-total $25,416 
a Increase in food costs estimated for 
3 people over 8 months @ $200 per month 1,600 
] 2 people over 38 months @ $150 per month 6,790 
aad Water 
4 water bottles and a pump 65 
| water at $30 per month for 46 months 1,286 
ry $35,161. 


OTHER 
EXTRAS 


Extra year at Sheridan College for 
daughter who collapsed half way through 
the first year 


Special (expensive) housing for daughter 
(electrical heating, clean environment 


Less cheap Oakville housing 


TOTAL EXTRA COSTS INCURRED 


These are only estimates very often but if 
erred it is on the side of moderation. 


PRESENT COSTS 


Supplements @ $200 per month 
Food @ $300 per month 
Water @ $30 per month 
Odourless cleaners 
Zephiran cleaners 

4 bottles 


This does not include any other testing, 
neutalizing drops, or shots we may have. 


$5,000 


4,500 
2,700 


$41,961. 


I have 


$ 2,400 
3.600 
360 

270 


112 
$6,742 


I have not included any drugs as my husband's 


medical plan covers 30% of the cost. 


FUTURE COSTS 


1) Dehumidifier for basement to control mould. 
2) Sanding an@ refinishing floors with polyurethane 


to control dust. 
3) Cost of myself and son out of house for 
while this is done. 


+ 3 months 


4} New dryer. I add this as a cost as I use the dryer 


to get rid of dust and mites. If we dry 
outside they make us sick. I also use it 


ventilate the basement which is mouldy. 
5) Ceramic tiling front hall and kitchen. 


clothes 
to 


6) 2 water distillers for my son and myself. 


7) 3 portable air filters, son, daughter, 
8} Renovate kitchen (destroved by U.F.F.1. 


self. 
removal 


and never put back as cannot use plasterboard or 


plywood). 
9) Renovate basement to remove moulds. 


There are many other costs which I wou 
but will never be able to afford but on 
the above will be about $15,500. 


1d like to have 
a rough estinar 


PERSONAL COSTS 


Myself I am a qualified x-ray technician and radio- 
therapist who cannot tolerate medical buildings. I also 
am a qualified clerk/typist with first year accounting 
but if I am reacting I cannot add 2+2 and cannot type 
faster than 30 words a minute. I have word processing 
but cannot use it. If my husband did not support me I 
would be on welfare. 


Before the onset of this condition 
was a top athlete. She had her judo black belt at 16 years 
old and was an almost certain prospect for the Canadian 
team due to loss of co-ordination she has injured both 
shoulders and is now badly out of shape with little 
prospect of regaining her position. 


Wanted to go into psychiatry but would never 
be able to handle the chemicals and stress involved in 
medical training. also has a dreadful time with 
mathematics due to cerebral reactions. has a 
good brain but a terrible time using it. 


Gentlemen: 


These reactions are real and the misery caused 
by them is very real. In the doctor's office they can 
induce the same reaction with the same substance in the 
same person time after time, and, time after time, by 
using smaller doses of that substance, they can “turn 
off" or neutralize that reaction. 


Our greatest need is to have this condition recog- 
nized by the government and the medical fraternity. 
Many of us have spent years going from doctor to doctor 
being labeled “Neurotic”, "Hypocondriachal"” (sic} or 
"Menapausal". Many of us have had totally unnecessary 
operations or been put on strong drugs with side effects 
that were ultimately worse than the disease. I consider 
myself very lucky in that I found my answer ina 
relatively swift seven years. 


I dread the thought of having to be hospitalized 
as I become daily disoriented in both the and 
the hospitals so while I am sure that I 
would recover physically, I am afraid that I would 
probably have a set mental battle on my hands. There 
are enough of us to warrant special hospitalization. 
A special wing in one hospital in Ontario or bettor 
yet a country nospital closed in the revamping of 
Ontario hospitals would be a great step forward. I 
wouldn't mind travelling to use it. 


As I mentioned previously, this is a very expensive 
disease. It is expensive not only in money but in terms 
of human productivity. It takes a long time of sickness 
days off work, jobs half or badly done for one to develop 
full blown Environmental Disease. It takes years of CHIP 
payments for doctors visits, hospital stays, drugs and 
tests. Of visits to psychiatrists, physiotherapists, and 
emergency before the Immune System finally is so over- 
loaded it crashes. 

So one has chemical sensitivities and food "allergy" 
and the only true and kosher allergies are IgE mediated. 
Gentlemen, chemicals and certain foods make me sick 
both in mind and body, and all the Semantical Quibbling 

and medical posturing in the world does not help me, 
people like me, people becoming like me or the budget 
of OHIP. 

I leave this in your hands with hope and gratitude 
that such an inquiry exists. 


Yours truly, 
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February 25, 1985 


Judge George M. Thompson, 

Chairman, 

s’‘a Office of the Assistant Deputy Minister, 
Institutional Heaith, 

!0th Floor, Hepburn Block, 

Queen's Park, 

Toronto, Ontario. 


Dear Sir: 


find enclosed our submission to the Environmental 
ensitivity Disorders Review Committee. 


Thank you for the opportunity to relate our experiences and 
express our views regarding this most urgent topic. We have 
no objection to any of this material being made public, if it 
will help others suffering from this twentieth century iliness. 


Repectfully submitted, 


OCCUPATION: Student School for the Deaf 
SEX Female 
BACKGROUND: biological mother gave her up for adoption at 


2 pears, 11 monchs because of her inability to cope with the 
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@ractivity, behaviorai disorder, and the ¢ 


(first as a foster 


fe handicaps. On her arrival in our 


hiid, later as an adopted daughzer) has exhibited severe 


disorders and hyperactivity, complicated by hearing loss, physica: if 


abilities, and a communication disorder. As has matured, 


peractivity and behavioral disorders have become more’ erratic ans 


violent, although communication and physical 


ithough inconsistent, improvement. 
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DALE 


1979 


PACELLI: 


HAM 


Wnterto crippled Children 


DIAGNOSIS 


- hyperactive 


~ gensori-neural 


Centre 


Spastic dieplaresis 


hearing loss 


Tocoule 


TREATAENT 


is refer to USC tor 


} surgery 


physiotherapy 


* 


- netted into crib 
at night 


RESULTS 


Placed in 
us foster 
intent 


Howes 
chiltd, with 


to adopt 


WALL 


1979 
(prior 
tu adop 
tion 
place- 
mont} 


1983-84 


EACILLLY: 


Hospital tor 


| HAM 


Or. 
- psychologist 


MSC Medical Team 


Child 
Team: 
- pe. 

(Psychologist) 


Development 


ae 2 a 
(Psychiatrist) 


ie 
(Neurologist) 


Sick 


- above 


- Severe 


- severe 


Children - Toronto 


DIAGNOSIS 


- developmental delay 


- cerebral palsy 


~ bearing impairment 


average intellectual 
ability 


behavioral disorder 


behavioral disorder 


EEG 
nortal 
to 


(sleep-induced) within 
limits (Valium a 
obi la) 


Sodate 


TREATMLNS 


nil 


suryery to extend 
ankle tendons 


fitted with 
ing aid 


hear- 


suggestions 
school re pro- 
gramming 

behavior modifica 
tion program 
follow-up support 
to family 


to 


behavior modi fica- 
tion program 
drug therapy 


nil 


RESUL VS 


aid 


- improved watking (no 
longer walked on tos) 

- auditory stimulation to 
leit eur 

- some improvement academ= 
ieally 


- more frustration 
child and parents 


for 


- tami ty 
with 


mote encouraged 


support 


- additional frustration 


IH drugs refused by parencs 


oe A 


bevause 


Hparents te 
valrd 
violent 


tost 
ot 


was ine 
Phaldts 
reaction ta 
Neurologine 


volrum das 


by ecud 


atreng dy 


DATE 


1YB 3684 


FACIE TTY 


RAML 


Orthopaedic 
Paediatrieian 


Physiotherapist 


Hospital 


ge 


Sick 


Children (conttd, 


DIAGNOSIS 


hip not out of joint 
‘good progress 


surgery 


poor muscle tone 
sone 


since tendon 


tightening of tendons 


TREATALNT 


nid 


home exercise 
gram 


pros 


RESULTS 


mid 


muscle 


tone 


improved 


DATE 


1980-84 


1980-8 


tydd-94 


i 


HACIOLLY be 


AME. 


-Pr. 
-Mrs. 
(Psychometrist, Parent 
Child Clinic) 
i 
H 
| 
= PE. 
(Psychiatletst, Paren 


Child Clinic) 


(Physiother 
Handicapped 
(eet oce) 


apists 
Chitdren 


nergl 


Hospital 


DIAGNOSIS ,  TREATALNT 
= , 
f 
see summary 
hyperactivity i-daily behavior | 
\ therapy sessivns 
severe behavioral disorder |- parent counselling 
and support 
poor self image ~ acts out |-parenting courses , 
when rewarded | in behavior manage 
' mene 
lpenavior modifica | 
i tion program 
-parent relief 10 hd 
jper week 
I 
as above - behavior modificay 
tion 
- parent counsellind 
- parenting courses 
- drug therapy 
- child to be reste 
ained and lock on 
bedroom dour recod 
| amended 
right side of body more - developed speciti 
involved than lett program for child’g 
hamstrings & ankle tendons! physical disabili~ 
reguire daily tharapy & \ ¢ies 
exere home e pre 


Sis = 


{  vtam 


RESULTS 


some improvement nated 
tn behavior, but errata 
& inconsistent 
communication and 
educational gains 
improved tamily lite 
extreme violence when 
restrained 

eventually child jumper 
out 2nd storey bedroom 


window when continued te 


bedroom 


improved physically 


PACH LY: é 


mneral Hospital (Cout'd.) 


DATE | RAME BIAGNOSTS ' PREATOLNA ! RESULIS 
i 1 ie ta, Hl 
: | ! 
| 
1980-82 | - - major improvement in lang-. | 
(Speech Pathologist) uage development 
- above average intelligenc 
- questioned possible allergy- suggested moditied~ some improvement in beha 
to chocolate, etc. | Feingold dict vior with divt changes 
H 
| 
, : 
| 
1981 - pr. ~ significant communication R continue at Pareng  - no tollow-up 
j (Speech Pathologist) delay y Child Clinic { 
| 
i 
| 
1982 - - impulsive nil nid 
(psychometrist} - controlling behavior 
- difficult behavior j 
- erratic attention span 
- low average intelligence ti 
some items, general average : 
1.0. 
! i 
t 


1980-84 
198! 

1980-82 
1986-84 


i 


ACILIVY: 
NAME, 


Dr. 
(paediatrician) 


Dr. 
(Paediatrician) 


- br, 
(Orthopaedic 
Paediatrician) 


(ENT) 


General Hospital 


DIAGNOSIS 


moderate hearing loss 
~ mild spastic diplegia (C.P. 
minimal cerebral dysfunctio 
of unknown origin 

- delayed language developmen 
inattentive fon occasion) 
impulsive behavior 


| 


in 


making good progress physi-- 
cally and in language 


development 


of cerebral palsy 


ruled out cerebral palsy 
(1982) 


- bilateral sensori-neural ) 
hearing loss 


noted severe behavioral 
| @iserder 


- drug therapy: 


parent counsellin 


- placement of child 
sery(June 1960) 


~physiotherapy 


continue in 
Physiotherapy 


queried previous diagnosis \. continue 


TREATMENT 


mellaril 
methylphenidate 
ritalin 

dilantin 


behavioral nur- 


physiotherapy 


continue ampli fi- 
cation 


RESULTS 


improved at first with 
each drug, then increase 
hyperactivity and 
violence after a few 
weeks on drug 


frustration for child, 
parents and siblings 


child out uf home half 


days - some parent relie 


improved physically 


improved physically 


continued to improve 
Physically 


awareness 
auditory training 


improved with 


Dec, 
198% 


Dec 
41982 


July 
1983 


VACILILY: 


Other 


NAMI 


- pr. 
Paediatric 
Neurolugist 


Dr. 
(G.P., 


- br. 
Psychologist 


- Dr. 
(Paediatrician 
, 


Doctors 


DIAGNOSIS 


- developmental delay 

- delayed milestones 

- 1.90. 50 - 70 

- Left hemisphere brain dam- 
age affecting right eye, 
ear and motor function 

~ facial assymetry 


- called to child's home to 
sedate violent child, fol- 
owing painting of interior 
of home (family doctor out 
of town) 


- child completely out of 
control ~ violent 


- at least average intellec- 
tual ability 

- academically advanced for 
hearing impaired child of 
her C.A. 


~ behavioral disorder 


TREATMLN] 


nil 


increased medica- 
tion dosage 
(mellaril) 


~ drug therapy 
(stelazine) 

- parents to take 
parenting course 
re behavior 
agement 


man~ 


RESULIS 


trustration for parents 


some improvement at the 
time - no long-term 
improvement 


parents’ estimate of 
intellectual ability 
confirmed 


symptoms worse on dru 
y 


frustration and depressio: 
for parents 


DATL WAME 
1979 - Dr 
present ( ) - 


PACILELY: ramity poctor 


DIAGNOSIS 


hyperkinetic 

influenced adversely by 
certain dietary items 
suspected allergies/sense- 
tivities 


TREATMENT 


- referred ty numert 

ous specialists 
- natural diet - 
drags 


no 
(De pakene 
tried for suspec- 
ted seizures) 
-continued support 
& encouragement 
family 

- referred child to 


to 


Dr. (cliniy 
cal Ecologist - 
Toronto - 1983 


RESULIS 
ol frustration at no afin 
swers from specialists 


- immediate change with 
diet 


- child became patient of 


DR. (1983) 


Triepitone 


M.D. 
RR. 1 
Onranro 


February 15, 1985 


Ret 


This note attempts to describe concisely the medical problems that this 
eight year old adopted girl and her adoptive parents have had. to contend 
with since her arrival in the heme in 1980. We are not dealing with in- 
experienced parents and we are fortunately helping a well intentioned 
child with an increasingly commonly diagnosed sensitivity problem. 


was a multi-handicapped child on arrival in the home. The 
parents have gradually recognized obscure talents that seem to invalidate 
partially or completely her diagnostic labels. The one most difficult 
problem is very disruptive in that she has sudden changes of behaviour 
that are violent. Normal sedative techniques for hyperkinetic children 
have totally failed here. Therefore a clinical ecologist has been brought 
inte the picture the last two years with amazing results. He has been 
able to desensitize by sublingual drops in dramatic fashion. 


This presents at least two problems for the medical profession generally. 
We dont understand the scientific basis of this treatment and we don't 
comprehend the magnitude of the disease in individual patients let alene 
the incidence in our whole population. The patients and their families 
usually have great difficulty avoiding their sensitizing substances 
especially when new ones develop and the cost in time, money and effort 
is overwhelming. 


is a perfect illustration of what I have heretofore des- 
eribed, All of us are more or less affected by our enviranment. 


Yours truly 


WFE/gf M.D. 


was referred to Dr. 
Clinical Ecologist, Toronto, by family doctor, 
DR. 


Autumn, 1983 - 


Sublingual testing indicated severe allergies to 37 different 
phenolic food compounds, chemicals, and inhalents. Reactions 
to these substances (which included at least 75% of all foods) 
were manifested in brain reactions leading to uncontrolled beha- 


vier, learning disabilities, and hyperactivity. 


put on a 4-day rotation diet with elimination of foods: 


was 
along with serums administered th 


which she reacted most severely, 
times daily sublingually. 


Because Of sensitivity to chemicals and inhalents commonly found 
in the home, cleaning solutions, sprays, insecticides, ete. had 2] 
be removed from the home. A special natural cotton fibre matress 
without fire retardent ( to which is allergic) had to be 
Purchased to replace her "non-allergenic" foam mattress, which 
emitted formaldehyde gasses on contact with body heat. 


could no longer be taken to places where she would be expos 
to natural gas heating, tobacco smoke, fresh paint, chemicals, de 
odorizers, etc. When exposed to these substances, she became vid 
self-abusive, and uncontrollable. Administration of the appropzi 
serums generally neutralized these reactions within fifteen minut 
However, with continued exposure, reactions returned when the sez 
wore off, and subsequent reactions were more intense each time 
Consequently, had to be eventually removed from her schoo}, 
where she was constantly exposed to natural gas heat, cleaning 
solutions, pesticides, ete., although the local school board ad- 
ministration had been informed of her condition and the consequs 
of such exposure, Excellent cooperation and understanding was ob¥ 
from the school principal and teaching staff, and the superintent 
of education, but no cooperation whatsoever was evident from the 
Board of Education, although an appeal was made formally, in wri 


has a reaction, we have learned to "play detective", 


When 
then adminis 


veying the environment for the offending substance, 
the appropriate serum to counteract the suspected allergen (e.g. 
if someone wearing perfume enters a room near her reactia 
is countered by the administration of "synthetic ethyl alcohoi" 


drops. 


When there is a reaction that is very extreme, must be git 
oxygen for ten to fifteen minutes. 


controlled envin 


With the combination of desensitization serums, 
ea 


ment, and diet, and our entire family are now able to 
relativel= normal lives. Without the serums, future vou 
be institutionalization for viclent and uncontrollable behavior. 
vement with Dr. , our family was under ex 

violent and unpredictable behaviors. i 
the point of adoption and ia 


Prior to our inv 
stress because of 
had reached our limits, and were at 


breakdown, 


A_CHILD WITH ENVIRONMENTAL 


HYPERSENSITIVITY 


We are most anxious to present the following material about 
our daughter, , to the Committee studying Environmental Hyper- 
sensitivity. 

We have a daughter named » who just celebrated her 
eighth birthday in January. She joined our family five years ago 
as a foster child. We were given to understand that her mother was 
a single parent who could not cope with a handicapped child. The 


handicaps were said to be deafness and, supposedly, minimal cerebral 


palsy. We learned very guickly that there was more to pro-~ 
Siem than that! At the time we had four other children, one of whom 
was deaf, and presented problems that far exceeded any we 


hed ever encountered with all of our other children. 

Thus began a long line of involvements with medical doctors, 
audiologists, psychologists and psychiatrists. Everyone agreed that 

was hearing impaired, although it was difficult to determine 
the severity of the loss because it was impossible to obtain an 
accurate hearing test. could not sit still. She was constant- 
iy on the move. At times she could not be confined in a room, let 
alone to a chair. She had been diagnosed as everything from "deve~ 
lopmentally delayed" to “mentally retarded". Yet, she had occasional 
quiet times when she appeard to be a caring, intelligent child. How- 
ever, these times were rare. Mostly we saw activity so exhausting 
that her mother lost twenty pounds the first year in trying to keep 
up with her, She slept for only a few hours, at the most, at night, 


and spent the majority of the time running through the house, yelling 


in @ dreadful voice. Our entire family became exhausted in try 
to cope with her. We discussed with our children the possibili 
of giving her up, but they refused. In fact, one of our natura 
children said,"“If she goes, I go with her." Our children "hung 
in” when we no longer felt we were able to do so. was no 
easy to love, but was hard to give up on. Eventually was 
$0 much a part of our family that we adopted her. 
As a certified teacher of the deaf, mother worked 

her on a preschool program for hearing impaired children, and a 
glimpses of what appeared to be considerable intelligence. yet 
seldom had we seen a child with so much difficulty concentratim 
No language, other than our names, came during that first years 
us. She had a vocabulary of only six words when she first arri* 
Yet, she appeared to learn in other ways. She quickly learned 
match pictures to objects or other pictures. She could "figure 
ways to solve problems, and loved to work with building sets anc 
difficult puzzles. Then, her mother, who was with her all day. 
began to notice what appeared to be complete sentences that were 
run together, such as “Don'twanna” and “Notgonnadodat.” No one 
paid much attention to these observations until one day, when we 
were all travelling in the car, and we all heard Say, "MH 
gimme back my hat and mitts." Once we realized that the languag 


was going in, we all began to bombard her with language through 


sign language and speech. The sign language was like a bridge 
flowed into sentences, and could not seem to get enough. 
within the next year, learned to read and wr simple lar 


uage. (Not a bad accomplishment at age four, 


been diagnosed by a pediatric neurologist as having an 1.0. of 5 


to 70). 


a on oe ee ee 


By age four and one half, began school in a deaf kinder- 
garten at School, a Ministry of Education 
residential school for the hearing impaired, as a day student. 

She was in advance of her classmates in speech, language and sign 
danguage skills. 8y the end of her first year in .school, it was 
recommended that be involved in a program for normal hearing 


children, as she seemed to be learning. more as a hearing child, in 


spite of her hearing loss. By this time, we had confirmed by brain- 
stem electrical response audiometry, that han no hearing in 
her right ear, and a severe to profound loss in her left ear. Yet, 


her progress, with the exception of in the area of behavior, had 
been consistently upward. 

We had been advised to take every parenting course available, 
to teach us parenting skills which we supposedly lacked, to deal 
with our daughter, At first we followed this advice. Gradually, 
we began to realize that none of these courses helped us very much 
with : because she had very little control over her own body. 
We tried drug therapy - mellaril, methylphenidate, ritalin, dep- 
akene, dilantin, and stellazine, all prescribed by paediatricians 
or psychiatrists. In most cases, these drugs worked briefly, then 
made her even more hyperactive than she had been before. At some 
times she became verbally abusive and violent, at other times, she 
was depressed. 

We then began to experiment with the elimination of some foods 
from her diet. We had learned that chocolate and McDonald's orange 


drink brought on terrible reactions. Finally our family doctor, who 


had been most supportive, and also baffled about this child, 
suggested that we try feeding her only a very basic diet of meat, 
potatoes, fruit and vegetables, with no processed foods, froma 
box or a package. Within twenty-four hours we noticed that we 
had a different child. However, there were still problems with 
extreme behaviors at times. We then tried the Feingold Diet, but 
were not completely satisfied with the results. A friend supplie 
us with a list of natural foods that posed possible problems for 
allergy victims, and we were able to pinpoint a few more foods th 
were potentially dangerous for - But, we knew that we were 
still missing some important factors. 

Prior to beginning kindergarten, had attended a speciai 
nursery brogram for children with behavioral problems. We had bet 
told to sit on a chair when she became our of control. This 
o# course, was ridiculous, because one could not confine her ona 
chair for a few seconds, if one could even catch her! The psyche 
who was the director of the nursery finally told us to put a lock 
on the outside of bedroom door, and isolate her there for 
brief periods when she became uncontrollable. It took over a year 
for us to reach the point where we could lock her in her room, dew 
cause we thought is was too extreme. We had never had to use such] 
techniques with any of our other children, and it upset us ea great 
deal. However, we had all reached the point that we were afraid 
that we might abuse her physically, so, in despiration, we resorte 


to locking her into her room. We checked her every few minutes. 


i 
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ive minutes she could dismantle an entire room. The end result 


of her confinement to her room was that she jumped through a second 


storey window, through the glass, and landed on concrete sixteen 


Feet below. Our doctor was at the house in minutes. But, strange 


enough, had no broken bones or cuts or bruises. However, 


episode left deep emotional scars on the rest of the family. Our 

doctor sat with us as we cried, “we can't live like this any long- 
er." se encouraged us by saying, "Yes, you can. You have taught 
me that you have to live one day at a time with a child like this. 


Put plexiglass and bars on the window, and we will go back and 


study the diet, and we will find the problem." And we did just that. 
Later, ecological testing by Dr. , indicated that was 
ailergic to most grains. had had new "all natural" vitamins 
the morning she jumped through the window, Our vitamins were nat- 
ural, but packed with fillers ~ corn, wheat, and yeast. 

We began to tune in to chemical factors and inhalants as things 
thet affected when we stripped and urethaned our front door. 
It was summer, and the door was open into the house. be- 
havior became uncontrollable for days after the urethaning. In 


retrospect, we recalled having to have a doctor come to the house 


o try to sedate when we had painted our living room and ha 
Then we realized that there had been similar reactions when we had 
redecorated other rooms in the house. Testing has now confirmed 


that is severly allergic to formaldehyde, whic is in most 


plastics and many building materials, and to paints (particularly 


osl based paints which can “gas off" for six months}. 


we began a search for someone to heip us and . We kne 
that her chemical system was out of balance, and that somehow sh 
could not tolerate many of the things present in our environment 


Finally, we stumbled upon a book entitled "Allergies and the Hyp 


active Childy by Dr. Doris Rapp, at a conference sponsored by 
Ontario association for Children with Learning Disabilities. 


this book, we became convinced that the field of Clinical Eco 
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had some answers about our . Our family doctor read the bot 
and agreed. We were considering travelling to Buffalo, New York 
to see Doctor Rapp, when we heard about two clinical ecologists: 


Toronto, Our family doctor referred us to Dr. , in Tor 


ronto. 


At the same time we were involved with The Hospital for Sis 


ildren, in Toronto, on a monthly basis for assessments regard: 


Dr. , at that facility, assessed 
using nonverbal testing tools, and confirmed our suspicions that 
she was a child of above average intelligence. oODr. 


@ psychiatrist on the team assessing » was most understands 


but could oaly offer us more behavior modification programming 


, and @ drug therapy program. He agreed, rather skeptic, 


that allergies might be a factor, but admitted that that was a fi 


unfamiliar to him. Dr. , &@ neurologist at HSC, # 
saw at this time, and prescribed a sleep induced EEG. Weh 


a great deal of difficulty locating a sedative at the hospital wh 


eial avour, beth 


have artificial food coloring or arti 


affect her, and make her hyperactive. 


um was used to sedate her, The valium had a strange effe 


y 


ton 
. She never did go to sleep. She became very upset and weepy, 


was overiy active, but her body was beyond her control, not une 


© an intoxicated person. We queried how one would be able to 


ate 


when the child's body was so out of control, 


was, but were told that the medication did not affect 
ber brain. We were now at the point that we were not prepared to 
waste time with such outright stupidity any longer. The way 

was reacting indicated clearly that her entire neurological system 
was out of control. These so-called experts had not tried to live 
with a child who has to be confined in a straight jacket after drink- 


ing apple juice, or who had jumped through a window after taking one 


vitamin pill. Nor had they tried to restrain her in a car, following 
a valium reaction. we had had enough of traditional medicine. 
During the first day of sublingual testing in Dr. office, 


we saw all of the symptoms we had been experiencing for years, which 
had been so often described as "psychological" and “behavioral” dis- 
orders, induced by administering small doses of substances to which 


she was allergic. ~ reacted to wheat by throwing a wooden 


against the wall in the doctor’s office with such force that it 


2 hole in the palster. She became verbaliy abusive and spit at 
people with exposure to onions. She became completely uncontrollable 


and violent when exposed to many foods, as well as environmental 


ms such as natural gas, chlorine, alcohol, perfumes, formalde 


molds, and numerous other chemicals and inhalants. We wept when we 


recalled the numerous times she had been restrained with a strai 
facket, or had been disciplined for her unacceptable behavior. 

wept recalling all the "marvellous" advice given to us by profes 
people who are ignorantly functionning ten years behind the time 


and who refuse to listen to what the field of clinical ecology & 


er to people such as our daughter. We are angered by ¢h 


too 
reluctance to iearn more about this field. And, we wept most, 


the time we had wasted in a little girl's life. 


For the first time we saw a light at the end of the tunnel. 
When : reacted to something, a desensitizing serum was immed 
ately developed, a tolerance level was established, and, within 
utes, she could be restored to a calm, reasonable child, the sié 


we had rarely ever seen. The first time the desensitizing 


Serum made so quiet that she actually sat on her mother's 
knee, and let her hold her in her arms. The technicians asked 
ther that was normal for when she was not having a reactit 


so they could adjust the serum appropriately, and we had to say 
that we did not know what was normal for » We asked themt 
just let us hold her for a while, because she nad never sat and 
cuddled before. 

Needless to say, behavior has altered drastically¢ 


the past two years. With her serums and a four-day rotation éie 


minating all processed and artificial foods, we have seen ste 


progress. We certainiy cannot say that we no longer encounters 


) ms with , but we can say that when we do, there are silt 


to the problems now. We had the most enjoyable summer vacation 
since arrived this past summer. Sleeps all night now, 
sometimes until nine in the morning. She was able to take swimming 
lessons this summer, and passed her first two levels. Previous 


years she attempted but would not cooperate. We know now that she 


is allergic to the chlorine in the water, but, with her serum 


or 


erine, she is able to tolerate the chlorinated water for about 
am Aour. is now able to attend Brownies, and has even gone 


to Brownie Camp (with her own specially prepared food sent along, 


of course!)}. 

Our home is different from most in that we have had to eliminate 
“all chemicals. we clean only with “safe" products. We cannot use 
Sprays, chemicals, insecticides or pesticides. We can paint only 


th latex or alkyd paints, and must do so oMly in the summer, when 

adequate ventilation is possible. has to sleep on a specially 
made mattress, which required a prescription from the doctor, stat- 

ing that it was not to be treated with chemical fire retardents, as 

our legislation dictates that all mattresses must be treated. It 


will be necessary for us to purchase two more of these mattresses 


because shares a room with her two sisters, and the chemicals 
seep into the air. But, they are expensive, and will have to be 
acquired gradually. Our heating system has been converted to el- 
ectricity. We ct to purchase organic foods for + bue it is 


net always available in our area. However; her serums help her to 
tolerate some of the foods she could not eat before. Much of 


food comes from a Health Food store, so it is expensive. 
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has to be taken to the hospital for stitches, or some simi 


reatment, it is necessary for us to carry zepherin, which 


substitute for alcohol, because has a severe alcohol allergy 
We also must travel with an oxygen tank, equipped with a special 
non-plastic hose and a ceramic mask, because is allergic 


to the conventional plastic hose and mask, which contain formalde 


hyde, which system cannot tolerate. The ceramic masks @ 


hand-made, and quite expensive. They are often smashed in our 
struggies to administer the oxygen when bas an overly sever 
reaction.But, they are a necessary part of life with becats 


of the chemicals and substances that are toxic to her in her ever 


day life. serums are also expensive, usually three to fa 
hundred dollars per month, but nor we are able to! 


without them. Without her serums, would now be confined to 
and institution. 

has become so used to the four-day rotation diet that 
she rarely deviates from it, even when we are not around to guilt 
her in her choices of foods. She knows what foods will make her 
"run and yell". She does not complain about her serums, which a 
be administered three times daily, and usually goes straight to 
refrigerator after her meals and gets them because she knows that 
lifee is unpleasant without them. She considers it a real treat 
be able to eat some of the foods she could not have before the 5 


She feels that she is lucky, because she can have a birthday cai 


and her young friend, Daniel, who has Similar allergies, cannot. 


things are so much better than they were. The stra 


To her 


the window are gout 


jacket, the lock on the door, and the bars on 
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The one area where still struggles is at school. Her 
problems there are not academic, but are environmental, 
made such academic progress in the past few years that she became 
part of a class of three little girls to integrate into a public 
school, with a teacher of the deaf assisting them. The giris 
completed grades one and two, and moved into grade three this 
year. However, The Board of Education converted 


all of their schools to natural gas heat over the summer. 


When we heard of the pending conversion to natural gas last year, 


we expressed our concern to the Superintendent of Special Educa- 


tion. We were informed that the move was an economic one, and 
that nothing could be done. Since mid-September, we have been 
struggling to keep in an environment that she cannot toler- 


ate by having serums developed to counteract her reactions to the 
gas, which are extremely violent. She began to develop migrane 


headaches and seizure-like states at times, as well as the usual 


behavioral reactions. We finally were forced to withdraw 
from school by late September. Her mother tutored her at home for 
six weeks. At the beginning of November, returned to school, 


and had a few days in which she appeared to be making progress. 


Then, on November 16th, as her mother was picking up at 


the school at 2:45, she noticed a man in a Pest Control uniform, 


carry a spray can into the school. He was obviously about co treat 
the building with a pesticide or an insecticide. Knowing that 
eitsuer of these chemicals were potentially hazardous to 


and probably other children in the school who had not yet been 
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dismissed, she went to the office to alert to principal, who was 


aot there. The principal and the Superintendent of Special Educa- 


tion aad both received letters from Dr. , Stating that 


was not to be exposed to chemicals, pesticides, insecticides or 
paints. In the principal’s absence, mother asked one of 
the staff to detain the man while she went to the office of the 


Board of Education. By the time someone from the board office was 


able to contact the man, the school had been sprayed, with all the 


students, with the exception of class who are dismissed ear 


in the school. This action is contrary to the guidelines, as we 


interpret them, and is dangerous to both the staff and students in 


the building. These events took place on a Friday afternoon. 


On Monday morning, returned to school and immediately 


became uncontrollable. She had to be removed from the school and 

taken home because her serums did not neutralize her reactions. 
was returned to school on Monday afternoon, with the same 

results. On the Tuesday went to Toronto for her monthly 


appointment with Dr. 2) LB. was so concerned with the 


deterioration in that he sent blood samples by air courier 


to New Orleans for pesticide screening. Three pesticides were 


found to be in her blood. Both Dr. and our family doctor 


told us that there should be no pesticides in one's blood. 


was immediately put on a program to attempt to flush the pesticid 


from her system, Within twenty-four hours of her original exposi 


to the pesticides, new allergies appeared to have developed. 


now reacted to tobacco smoke and several foods which she had 


ays. 


erated previously.She had a more severe reaction to exposure to 
perfumes and chemicais, and even reacted to photocopied papers and 
print in some books. Testing for these substances confirmed that 

she now, indeed, was allergic to them. Both Dr. and our 

family doctor felt that the axposure to the pesticides had led to 

an immune system dysregulation, We are now suspicious that 

violent reactions in September might well also have been a result 

of pesticide exposure in the school, We have learned that the school 


was also sprayed in September, but no date was divulged to us. 


It would appear that reaction to the natural gas is exag- 
gerated by pesticide exposure, as are many of her allergies. After 
the November episode, was unable to return to the school un- 


til January. She spent that period of time at home with tutorial 
programmes being carried on by her mother and several tutors. One 
tutor had to be terminated becuase of reactions to the cig~ 
arette smoke on her clothing. We actually demonstrated this reaction 
by having the tutor smoke a Cigarette in the room with pres- 
ent. The reaction wag so violent that ended up banging her 
head on the floor, with her entire body completely out of control. 
Several witnesses were present to confirm the reaction. Administra- 


tion of serum and removal to the fresh air outdoors restored 


to her former self. However, she was unable to continue with this 
tutor. The whole episode was most upsetting because testing in 
the autumn indicated that was not allergi¢e to tobacco smoke. 


She had deveolped one more new allergy. 


Since the beginning of January, we have tried to return 
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to school repeatedly. The principal and the staff of her school 
have been most understanding and caring. The Superintendent of 
Special Education has attempted to help. An air filtering machine 


was installed in her classroom. This has not been of any benefit 
to her. She simply is unable to tolerate the environment in her 
school, beyond one or two hours at the most, apparently because 
the natural gas accumulates in her system. This is complicated 
because of the chemicals used in cleaning and disinfecting the 
school building. The principal counted no less than twenty-one 
different chemicals in the custodian's storeroom, 
also has a problem with exposure to paints. When we 
discovered that some painting was to be done in the school in the 
fall, we approached the administration and asked that it not be 
dene until summer vacation. They cooperated. However, during the 
Christmas vacation some well-intentioned employee took it upon ni 
self to have the painting done, with oil based paint, which gasss 
off for up to six months. This added to already serious 
problems with the school environment. When she returned in Janual 
to the natural gas, oil based paint and cleaning chemicals, alrea 
having a damaged immune system from exposure to pesticides, we ky 
that there was no hope for her survival in that environemnt. 
For the past month has been attending classes back at 
+ with some success. Her placement i 
rot the optimum for her academically in that she has been put in 


a ¢iass of children much older than she because of her advanced 
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speech and language skills. She currently spends some time each 

day with a class of children more her age for mathematics and 
socialization skills. The situation is less than ideal for ‘ 
but it does enable her to attend school, which she desparately wants 
to do. 

Under the terms of Bill 82, our daughter is entitled to attend 
an educational program which meets her needs. What does one do 
when that program is in an environment that threatens her life? 

We have fought for our daughter for five years and we will continue 
to fight to make her environment safe because she must fight every 
day just to live. Unless we can do something about our polluted 


environment, each succeeding generation will produce even more 


Queen’s University 
Richardson House 
102 Stuart St. 
Kingston, Ontario 
K7L 3N6 
Tel. 


Associate Professor 
(Paediatric Orthopaedics) 


Dear 
Paed, Ortho. 4 
May 27, 1980 


I have just seen in clinic. As 
this child was thought to have @ mild degree of Cerebral Palsy, aS well as 
and hyper activity. 

J understand that you are investigati 


child and the child will probably be followed through the Centre for 4 whil 


From my point of view I do not think 
n the way of active reflexes and wonder if the child 
infact have idiopathic tight heel cord and perhaps has a very mild degree 
Palsy underlying. The only thing that 1 can find on physical examination 
a slight tendency to hip tightness. 


child has anything i 


I understand that the hips have beet 
recently in Toronto. 1 would suggest, however, that this child have an x 
hips sometime between the age of 4 and 5 
I do not believe that I need to foll 


but will be happy to see her again with you in the Regional Centre should 


further transpire. 


Sincerely yours, 


e 


This letter from a severely ill pati 
has been typed to ensure legibility 
reproduction. 


July 11, 1980 


Social Worker, Adoption Service 
Children's Aid Society 

15 Huntley Street 

Toronto, Ontario 


Dear Mrs. 


Re: 


has been attending our therapeutic nursery for a 
period of assessment since June 9. Today, we will be having 
a staff case conference to review our findings, e.g., the 
strengths observed, and the problems, and to develop a treatment 
plan. When that conference is written up a copy will be sent to 
you. However, there is an immediate and pressing concern that 
prompts this letter. 


This child is an extremely demanding and strong-willed child. 
Certainly, she does have several medical problems (hearing 
loss, cerebral palsy, hyperactivity, possible aphasia) but these 
are relatively manageable, compared to her behaviour disorder 
which manifests itself by defiance and long periods of screaming. 
mother is an extremely capable and skilled parent 
as well as teacher , but it seems virtually her last drop of 
energy has been drained by this child. The entire family has 
been under stress due to behaviour, and yet they are 
all fond of and attached to - They do not want this 
adoption to break down and yet they have seriously considered 
that it may come to that. 


Mr. and Mrs. are fortunate to have a supvortive group 

of friends, and as you know did leave with another foster 
mother, and the other children with relatives to take a holiday. 

It is unfortunate they could not have taken more time as they 

are both exhausted. I am especially concerned about Mrs. 

who is looking very pale, thin and drawn. 


This family impresses me with all the strengths it has and seems 

an ideal family for - But they most urgently need more 
support than we as an agency can provide to get through the next 

few weeks or months. 


Will return to our nursery in September. In the mean- 
time, we will be available to the parents for emotional suprort 
and counselling. But in-home assistance is needed on a dai 
basis. As I mentioned to you on the telephone , 

a behavioural science graduate who has been trained in our pro- 
gram is available for 10-12 hours per week, Hovefull~ vour ageary 


will be able to make an arrangement with her. 


Thank you for whatever assistance you can srovi 
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Yours truly 
Coordinator, Parent-Child Clinic 


This letter has been typed to ensure 
legibility following reproduction. 

Elements of identification have been 
deleted to preserve confidentiality. 


wa------- , M.D 
RR 1 
SeSssens. , Ontario 
September 31, 1982 (sic) 
To whom it may concern: 
Miss) s---------- is hyperkinetic which is influenced 
adversely py certain dietary items. She should not have 


fcod from cans, or pre-prepared food of any kind. Caf- 


feine and chocolate must be absolutely avoided. 


Yours truly, 


Copies to: Infirmary 


PROFESSIONALS REQUIRING CLARIFICATION OF 
PSYCHOLOGICAL TEST RESULTS REPORTED HEREIN 
une n eewerkey THE AUTHOR OF THIS REPORT 


THE HOSPITAL FOR SICK CHILDREN 
555 UNIVERSITY AVENUE TORONTO, ONTARIO, 
CANADA MSG IX8 PHONE (416) 597-1500 


CHILD OEVELOPMENT CLINIC 
DEVELOPMENTAL EVALUATION UNIT 


DIRECT DIAL (416) $98-6308 


Department of Paediatrics, 
Division of Neurology, 


PSYCHOLOGY ASSESSMENT 


NAME: 

ae sits CONFIDENTIAL 
AGE: 6 years 6 months 

DATE SEEN: July 5, 1983 

HSC#: 1077411 

REASON FOR ASSESSMENT: Re-evaluation of intellectual functioning and 


assessment of behavioural difficulties. 


Assessment Tools: 

Alpern Bois Developmental Profile 
Wide Range Achievement Test 

Leiter international Performance Scale 
Beery Test of Visual Motor Integration 


Background History: 


was adopted by the family and has been living with them since December 1979. 
When she arrived she was delayed in her development, had six words and was very 
difficule to handle. Since that time with a good deal of patience and expertise, 
has improved greatly. She has presently completed a grade one integrated program 
run by the school for the deaf ( is completely deaf in one ear and has hearing 
from the other ear with the use of a nearing aid) in in association with 
a neighborhood school. Plans are for to enter grade 2 on a similar basis in 
September 1983, attention span and self control have improved. In her 
interaction with others, she has occasional aggressive episodes which are of concern 
both at home and at school. It is these aggressive, out of control episddes that 
have brought the “~ family to HSC for re-evaluation. When enters into 
one of her out of control episodes, according to her teacher she will be overly active, 
has difficulty staying seated and appears to be "driven" by a motor. She will 
frequently interrupt other childrens’ activities and becomes quire bossy. At these 
times she needs a great deal of supervision. Once becomes controlled again 
she is a different person ~ is quite cooperative, anxious to please and attentive. 
At home, Mr. and Mrs. describe in a similar manner. She can have 
very good days and at other times have very bad ones. On a bad day, it is very 
difficult to help her to wind down and control herself. At one point jumped 
out the window of her bedroom, the window was then boarded up and there is a fear 
that may not have the impulse control to prevent herself from trying it again. 
In fact, when her parents go to put her in her room, as a withdrawal approach, 


Continued ..... 
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they say she threatens that she will go out the window again. an attempt is being 
made presently to control hyperactivity through conrrol of her diet, Previouif 
attempts have been made to use medications such as Ritalin and Depakene. Ritalin 
wotked for a short time but then seemed to wane. Depakene was not used for any Leng 
of time and so it is unclear whether it was successful or not. At present a series 
assessments will be done including a psychological assessment, psychiatric consultati 
a neurological assessment and orthopedics and physiotherapy assessment. Mr. and Mra 
are concerned as to whether sudden outbursts and change of tempera 
menc are neurologically based. 


Behaviour on Assessment: 
While parents were being briefly interviewed played quietly with toys 
and games that were offered to her. It was obvious however that she did not enjoy 
conversation taking place about her and her difficulties and therefore this was 
stopped. At a Later point in time, the were interviewed individually, 
away from . During formal assessment, exhibired a high degree of activity 
She tends to work impulsively and works very quickly. About half way through che 
assessment Secame pouty and wanred to stop. When the examiner was firm and 
encouraging her, seemed to settle down and continued, shows a good 
degree of strength in her ability to handle academic work, She seemed to truly 
enjoy doing things well. She however seems quite hard on herself when she finds 
things too difficult. Her first move is to avoid something that is too difficult 
but when encouraged she is pleased. It was aiso noted thac enjoys taking 
control of new situations that she is in. She immediately tests and wants to 
determine if she can control the adult that she is with. Once she determines that 
she cannot control the situation, settles down and can become compliant. ! 


Assessment Results: z 
Although in the pase when was younger there was some concern as to whether she 
would remain to be a delayed child it is quite evident from this testing session 
chat she is a child with intelligence well within the average range. On the Leiter 
International Performance Scale, passes all items at the 5 year level, all a 
the 6 year level and several at the 7? year level, 1 at the 8 year level and } az th 
\O year level, .is able to apply analogous reasoning. She is able to judge 
mass and volume. She is able‘to classify ebjects appropriacely. At times 

speed and impulsivity get in the way of correctness and once the task becomes too 
lengthy, she quits. everall score on the Leiter is a score with an MA 
equivalency of 7 years. 


On testing of visual motor integration, ic is noted that she uses her rigt 
hand in printing and although she exhibits a mild delay in the Beery, scoring at 
5 year ? month level, does not seem to have any problems in the area of 
printing of letters. In fact, lecter fotmation is actually above her age 
level. 

On testing using the Wide Range Achiewement Test, scores well within nome 
limits. In fact, her scores are above grade level expectations. was borne 


January and technically should be functioning in readiness for grade one. Howey 
she was placed in a grade 1 program last year due to the fact that she was able 


read at that time. This appears to have been a wise decision and has made 
progress in grade 1 materials particularly in reading and spelling. On the spel 
subtest in che WRAT scores with a grade tating of 2.2. In reading, she sc 
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with a grade rating of 2.5. shows more difficulty in che area of arithmetic 
skills, Her scores are at a grade 1.1 level, has difficulty when oral 
problem solving is required. This again is a task in which language processing 
weaknesses limit . expression of her potential. As well, appears to 
exhibit much more of a shorter attention span when dealing with arithmetic. She 
is far less comfortable working on arithmetic questions, particularly when they 
are rooted in an oral framework. particularly enjoys manipulative games 
and appears to be quite patient when mathematical concepts are dealt with in a 
concrete way. 


Summary and Recommendations: 
In summary then, at age 6 years 5 months with a past history of developmental 


delay and hearing loss has made incredible progress. is able to read and 
spell in readiness for a grade 2 curriculum, Her math skills are at a grade 1 level. 
Overall intellectually is functioning well within the average range of 
intelligence, » due to her deafness, exhibits an expressive language weakness 
which is not uncommon to other children who are also deaf. She also has been found 
to have language processing difficulties. This weakness has made her progress on 


oral math more difficult. appears to have difficulty with impulse control. 
She works quickly when allowed to and needs a firm approach to keep her on task and 
working in a calm manner. Although has made gains she still appears to have 


litcle self confidence and will often manipulate the situation so that she does not 
have to try tasks that are too difficult. 


It seems quite appropriate for __—ito continue in the integrated program that she_ 
has been in with an eye to full integration whe1 possible. In examination of 
behavioural pattern, in consultation vit » it would seem that a strict 
behaviour management approach is one of the options that still must be pursued with 

is a child who can test to the limits and it is often difficult with a 
child” like this to feel that one is making progress. It is however doubly important 
that behavioural firmness and consistency continue despite what her parents may feel 
are obvious setbacks in her behaviour. It is recommended that see Dr. 

» a neurologist at HSC to further determine whether sudden changes 
of temperament and outbursts of temper are rooted in a neurological problem. Mr. 
and Mrs, are attempting to further delineate whether allergies may be at 
the toot of some of hyperactivity, It is hoped that at the end of 
assessment at HSC that some clear decisions can be made on the type of medication 
if any that would be appropriate to continue as well as whether further behavioural 
consultation out in the area will be necessary. 


Developmental Psychologist 
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6 years (D.0.8. 23-03-73) 


» r 
ey 
GQ & 
mo 
tw 
&® 
a 


Studene ( School) 
Female 
BACKGROUND: joined our family in July, 1982. 
“iomac Indian, born in Prince Edward Island. At birth, 
was addicted to aicohol, both natural parents being alcoholics. we 


were approached by the Family and Children's Services Department 


of and asked to consider adopting because sh 


been diagnosed as aphasic at Isaac Waltham Kilam Hospital in 


Scotia, and it had been recommended that she be piaced 


» 


province where educational facilities for such children are ava:.~ 


able. Ontario is the only province with forma! programming Zo: 


aphasic children. It happened, coincidentally, thet 


is the program coordinator of the 


School, the provincial school for aphasic chiidren run by 


tario Ministry of Education. to the autho- 
rities when we were approached. 
dehavior is not as severe as , but she Aas 
sonssderable difficuity attending and sitting stiis. when 3sn2 £2752 
» $he was constantiy on the move, often leaving a of 
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and her judgemen 


, on one occasion, 


paratus and twisted her neck so badiy that she required reguiar 


ropractic treatments for several montis. A subsequent .eap 


from the same apparatus resulted in 4a broken collarbone. one 


later, she walked into @ swing and shattered the same bone, 


aad to wear a cast until it healed. She has aiso ridden a 


ayeie full force into trees and hydro poles. Once she completey 


demolished a bicycle, but was herself unhurt, with the exception 


of a few scoratches an@ bruises. 


when we attempted to work on preschool language programs 


| she enjoyed the work, but had a great deal of difé: 


attending, for any length of time. She was unable to 


and her hands were constantly “into things". She was 


couraged and weepy when she was unable fo concentrate 


etention is one of the areas where has the 


she finds t 


Since she is an extremely iateliigent litele gi 


to be very frustrating. 


Regarding diet, we discovered in a very short time that 


could not tolerate foods such as Jello, which is heavy i 


artificial flavouring and sugar, without becomins 


hyperactive and unceoperative. 
we did not waste time with traditional 


problems since we had already been through that frvs 


inhalants, although her reactions to these substances 


are not nearly as dramatic as those of ner sister, - Cone 

sequentiv, follows the four-day rotation diet, 

aging the greatest offenders completely. She is aiso taking the 
s 2gu allergy serum three times Gaily. These interventions 
Nave mace 2 dramatic difference in behavior and co-+ 


Fes. On exposure, she was noted to become silly and boistrous, 


encontroliebie, if not removed. Upon testing, it 


was ered that ker allergy to natural gas is more severe tha 
‘s. With her serum, she is abie to tolerate brief exposures 
So gas-heated buildings. However, there are implications ‘or 


educational future. Since the serum program began 


diet has been Strictiu controiled, she has made 
vensiderable academic progress, and it has been predicted that 
fo integrate into 4a regular school within the 


The problem exists that all of the publie schoo:s 


been converted to natural gas heat, and 
cannot tolerate exposure to gas for extended periods of time, 


with symptoms becoming worse wit 


repeated exposures. She wii? 


net be able to attend a schooi with gas neat. Therefore, she 


t:kely be Forced to continue in a specia! educaticn program at 
Schoo:, and be heid back in her educatione! career, 
» today, is a much happier child 
sae can achieve, and is a goud student. we no 


wgasters we used to face almost daily with her, although, exposure 


co some of her most severe allergens such as alcohol or yeast 


some cf the former behaviors. Foods high in sugar content 


oloring also can cause a similar reaction, so she must 


hem. She does not apoear to have the cravings that 


< 
i) 
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, so her adjustment to tre ciet was not traumatic. 


allergies are su 


she wii be able to exiat without the serums, and simply waton 
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S assist persons with food allergies to develop 
tolerance to certain foods a four-day rotation diet has geen 


developed. 


wo daughters have been placed on the foureday rotation diet, 


noticeabie positive results. However, there have been some 


tems with heving the diet followed at The 
School, a residential school operated by the ontario Ministry 
Education. The diet, which has been prescribed by Dr. Fl 
a medical doctor and clinical ecologist, for our daughters and 
Six other children at the school (some being students at 

School, which shares dietary facilities), and was 
stemitted, in writing, in December, is not being followed by the 
Food services contract company. It has, apparently been forwarded 
Fo the Medical Association for approvel. The children are afl on 
tse diet at home, but must be on it seven days a week if it is to 
fe effective, We have been forced to send our child's lunches to 
scnool with her. Other parents, however, do not have that option, 
since their children are residential students, living at the schooi 
at least five days per week. 


we are concerned with the lack of cooperation, and narrow-mindedness 


of the school medical staff, @ietary staff, and traditionalists who 

go not understand the value, and necessity cf such a diet. We have 

seen such positive effects at home with these children, but lose aro 
when they return to the school. 


for these unfortunate 


: (for two children, , suffer 
from environmental illness) 


Testing 3 16.00 

Drops (serum) 450.00 ~ 600.00 

Special Foods (natural) 150.00 i 
vitamins 40.00 

Oxygen 20.00 

Travel (for testing) 75.00 


— 


Total monthly cost $ 750.00 to 900.00 


Additional once-only expenditures: 


Special cotton mattress $ 150.00 each 
Electric Heating System $ 1600.00 (rebate of $800.00 received) 


Projected once-only expenditures: 


water purifying system $1000.00 
Air filter system $1000.00 


Note: Expenses for serums, vitamins and oxygen were covered by 
Great-wWest Life group insurance plan at father's place of 
employment. However, the insurance company has witheld 
payment since December, 1984, placing excessive financial 
strain on the family- 


ion and acceptance of Clinical Ecology by the Canadian 
Association. 


Coverage of ecological and allergy testing by OHIP. 
Coverage of serum costs by OH1P or group insurance plans. 
Environmentally safe areas in hospitals, under the supervision 


eg i Ecologist (i.e. free of chemicals, disinfectants, 


CS Cd 
insecticides, pesticides, alcohol, natural gas, etc.). 


Environmentally safe schools (as for hospitals). 


Stricter controls re use of pesticides and insecticides, and other 
chemicals in our environment (e.g. public buildings, etc.) 


Education of school boards, teachers, custodians, medical staff, 
and the public in general about this illness. 


February 8, 1985 


Chairman, 

The County Board of Education, 
Ontario 

Dear Mr. 


parent and taxpayer, I attended the 
January 28, 1985 meeting of the County Board of Education 
It was a memorable experience. I left the meeting with a number 
of concerns, and became even more ppset upon hearing the reports 
of the meeting over FM the following day. 


As a concerned citizen, 


It concerns me that a number of the questions asked by some 
of the trustees were never adequately addressed by the board. In 
several instances, a guestion of concern was presented by one trus- 
tee, only to have the topic of discussion changed by another. 


I was extremely upset, and remain so, with the uncaring and 
flippant responses of some trustees to concerns expressed by Prus- 
regarding the painting and pesticide issues. [I was one 
of those parents to whom Mrs. was referring, and feel pgerson- 
ally insulted by some of the board members. I contacted you, by 
letter, on November 29, 1984, regarding the pesticide issue. To 
date receipt of that letter has never been acknowledged. However, 
my concerns are even ‘stronger at the present time. Since writing 
to you, I have had a Chlorinated Pesticide Screening Test completed 
on a sample of my daughter's blood, at significant personal expense, 
Analysis of blood samples indicate the presence of three pesticides 
in her blood serum. My daughter has, since that time, had to under: 
go a lengthy detoxification program to rid her of those hazardous 
chemicals and, hopefully, restore her health. The existance of 
pesticides in her blood have contributed to an immune system dys- 
regutation which, in turn, has caused her to become allergic or 
sensitive to numerous environmental factors and foods to which she 
was never sensitive in the past. As a result of her new sensitivit 
she was able to attend school for only a few days of the fall tern. 


tee 


One of my daughter's most serious allergies at this time 


is natural gas. She cannot tolerate the atmosphere in a gas~ 
heated buiiding zor any length of time. Because of the conversion 
of all schools to natural gas, no County Soard 


school in our city is accessible for her. 


at the board meeting of January 28th, Trustee suggested 
the postponement of conversion of the schools to gas until 
long term implications were explores. This suggestion was rejec- 
ted with little discussion. [It was made clear that the reason for 
conversion was financial. By investing $65,000.00 in the conversion 
program, $4,000.00 per year in energy costs would be saved. on 
returning home and completing some simple mathematical caiculations, 
I noted that if that same $65,000.00 were invested at even ten per- 
cent with a local trust company, an annual profit of $6,500.00 

would be realized. That is a $2,500.00 per year graeater return 

on the original investment, and the principle would remain untouched. 
So, at the end of the first year, the sum on hand would total 

at least $71,500.00, as opposed to the $4,000.00 realized by the 
conversion. This appears, then, to be gross mismanagement of public 
funds, unless there is some explanation that was not discussed at 
the board meeting. 


There is mounting evidence that natural gas heating systems 
can contribute to hyperactivity, learning disabilities, and medical 
symptoms such as headache, nausea, and sore throats in some children 
and adults. 


Regarding the issue of the painting at Collegiate, 
you will recall that one of the trustees stated that he had met with 
the principal of the school, who had indicated that there were no 
problems among the staff or students at resulting from the 
paint fumes. In discussions with some of the teaching staff, 
office staff, students, parents, and a medical doctor regarding 
this issue, we discovered that either the principal was sadly mis- 
informed, or that he-had misinformed the trustee. In fact, one 
staff member was so ill during the period of the painting that he 
was unable to report to work on several days. Students, including 
my son, were suffering from nausea and headaches, and missed several 
days of school as a result. This was reported to the school. Some 
staff members also reported a deterioration of behavior, work habits, 
and productivity of students while the painting was being done on 
their particular floors. 


One would assume from the media reports regarding the January, 
1985 report of the board safety committee that trustees and the 
administration of the board had been thoroughly briefed on all as- 
pects of this report. However, it was noted that some of the com- 
ments attributed to Trustee were neither mentioned at the 
meeting nor were they in the written report of his committee. 
haps they were disclosed only to the media at the press confe 
prior to the board meeting. From the media reports, one woul 


Pers 


surmise that steps are being taken to ensure that children with 
certain chemical and environmental sensitivities would be given 
consideration and not be exposed to these noxious toxic substances 
Reference was made in the media to the odors from such common 
articles as magic markers and new carpeting. However, no mention 
made of such concerns at the board meeting or in the written repo: 
Are trustees being given the complete story? or, do they even care 
to hear it? It would appear that they are making serious decisior 
and voting on issues, after being given only partial information. 
The impression one obtains is that our board of education is basic 
ally a forum for the “rubber stamp approval” of pre-determined 
decisions made by a powerful few. 


It concerns me greatly that more attention was devoted to the 
erection of a memorial cairn at Township Public School and 
to the interior decoration of the board room than to concerns thal 
affect the children in our community. 


It is interesting to note that the Board of Education for the 
City of Toronto, as one of the province's more progressive boards 
concerned with children with environmental illness, has hired a 
research firm to study the effects of our poliuted school environ 


ments on education. The results of this study, to be released in 
April, 1985, could have serious implications for all school boards 
in our province, including the County Board. Why should 


2 County Board not be one of the province's progressive 
boards, rather than wait until legal action or legislation requix 
adaptations and consideration for such children? 


With continued concerns, 


Yours sincerely, 


ce to - Judge George M. Thompson, 
Chairman,Environmental Hypersensitivity Review Committee 


- Mrs. » Trustee, County Board of idue 
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FOUR DAY MEAL SCHEDULE 
RE CHEDULE 


- Cnoose i isem from each category 


Orange juice, Srapefruit juice, coconut milk, 
orange, banana, grapefruit . 
Eggs - boiled, poached, scrambled (no milk) 


is banana orange drink 

&. Rice cakes, banana rice bread, puffed rice cereal with orange juice 
Danana/rice muffins, orange honey, rice flour/orange Pancakes 
LUNCHES 

i. Chicken soup (chicken broth, rice, carrots, celery, Parsley), turkey 
soup (as chicken soup), eggs (boiled, poached, scrambled), cold 
313 

ry Oast chicken, roast turkey, broiled chicken (legs) 


SUPPERS 


Siiced chicken, cold Sliced turkey, hard boiled eggs 
é. Carrot sticks, celery sticks 
Hice cakes, rice crackers, rice pizza 
Zanana, orange, erapefruit, tangerine, brazil nut balls 
Orange juice, Srapefruit juice, lime juice 
R 
3rown rice (white rice) 
Boiled carrots, boiled Parsnips, stir- 
coconut oil) : : 
~- Lemon meringue pie, fruit salad forange, 
Dananas 


ae 


fried celery and Carrots (in 
banana, grapefruit), Sliced 
SNACKS 


Bananas, oranges, brazil nuts, dates, tangerines, fresh coconut 


Fry only in coconut oil or chicken grease 
Mo wheat, Sugar or dairy Products 


5. 
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DAY 2 - Choose 1 item from each category 


Grape juice, pineapple juice, carab milk (see recipe) 
“oneydew melon, canteloup, fresh pineapple 
Nut cereal (granola), rye: toast with clover honey, peanut butter 


rye flour pancakes with clover honey 
LUNCHES 


Pea soup, baked beans, friec tofu, sliced cold pork 

Rye bread, peanut butter and, -honey sandwich (made with rye bread), 
coid pork sandwich (rye bread) 

Cucumber slices, grapes, melon, fresh pineapple, strawberries, 
raspberries 

Grape juice, pineapple juice 


SUPPERS 


Pork chops, roast pork, spare ribs 

Green beans, green peas, baked squash, boiled beets 

Soya noodles, rye bread : 

Spinach salad, cucumber slices 

Carob cupcakes, fresh pineapple, melon, strawberry pie, raspberry 
pie, strawberries, raspberries 

Grape juice, pineapple juice. 


SNACKS 


Peanuts. raisins, grapes, cashews 


NOTE: 


Fry only in soya oil or soya-margerine 
No wheat. sugar or dairy products 
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DAY 2 - Choose 1 item from each category 


KFASTS 


Apple juice, pear nectar, apple cider 

Satmeal granola, oatmeal (with apple or pear juice), oat flour 
pancakes, oatmeal muffins, buckwheat Pancakes 

Buckwheat honey 


LUNCHES 


Potato soup, tomato soup, tomato juice 

Salad (lettuce, tomatoes, green peppers, onions) 

Potato pancakes, french fries, buckwheat noodles with tomato sauce 
Tuna, salmon : 

Apples, pears, apple sauce (sweetened with buckwheat honey), pear 
Sauce (with buckwheat honey) 


SUPPERS 


Fried breaded fish (potato, flour, sunflower old), salmon patties, 
salmon loaf, tuna patties 

Baked potato, boiled potato, french fries, baked potato rounds 
Salad, sliced tomatoes, stewed tomatoes, corn 

Apple crisp, pear crisp, tapioca pudding, baked apples, baked 
pears, oatmeal cake 


SNACKS 
Potato chips, apples, pears, ‘pecans, walnuts, popcorn 
NOTE: 


Fry only in corn oil or sunflower oil 
No wheat. sugar, eggs, dairy. products 
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DAY & - Choose 1 item from each category 


BREAKFASTS 


Milk 

Cream of Wheat, puffed wheat cereal 
Pancakes (unbleached flour, no eggs), whole wheat toast with butter, 
puffed millet cereal, cheese melts 

Cinnamon butter, maple syrup, cane sugar, avacado honey, butter, 
molasses (unsulphured) x 


LUNCHES 


k 
Grilled cheese sandwich (white cheese, butter), hamburgers, macaroni 
and cheese (white cheese), cold roast beef sandwich, hot beef and 
gravy on a bun 

Raw broccoli, raw cauliflower, cabbage slaw, radishes, white cheese 
sticks, cottage cheese 
Vanilla pudding (no eggs), yogurt, blueberry pie, shortbread cookies 
plums, cherries, peaches, nectarines, blueberries, apricots, natural 
ice cream 


SUPPERS 


Milk 

Roast beef, steak, meat loaf-(no eggs), minced beef patties 
Sweet potatoes, cooked broccoli, cooked cauliflower, boiled cabbage, 
brussel sprouts, turnip - 

Whole wheat bread and rolls 

Blueberry pie, etc. (see #4 - LUNCHES above) 


SNACKS 


Shortbread cookies, bread sticks, crispbread crackers and cheese, 
almonds 


NOTE: 


Fry only in butter 
No eggs 
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NOTES 


CN ALL DAYS - No additives or preservations are permitted - check 
ingredients on labels. 


Particularly dangerous are BHT, BHA, monosodium glutamate (MSG), 
food coloring, artificial flavours. 


Juices must be pure, unsweetened (frozen is often OK). 


Sea salt is preferred to regular table salt, which contains 
chlorine and an anti-caking agent. 


Dates, raisins should be unsulphured. 


On days 1, 2, and 3 honeys are used as sweeteners in cooking - 
eg. day 1 - orange honey, day 2 - clover honey, day 3 - buckwheat 
honey or corn syrup. 


White mozarella is safest cheese. 


The flour of the day can be substituted for wheat flour in many 
recipes - eg. Day 1 - rice flour (brown or white) 
Day 2 + rye flour 
Day 3 - buckwheat flour (light) or oat flour or 
corn flour 
Day & - unbleached. wheat flour 


Soups should be homemade, containing only the ingredients of the day 
‘eg. no noodles in chicken soup} 


HANDICAPPED CHILDREN'S ASSESSMENT AND TREATMENT PROGRAM 


Conference held at The School on 
Present: Mr. , Assistant Superintendent of Instruction 
Kindergarten Teacher 
Miss Classtoom Assistant 
Mr. rincipal of the Junior School 
Mrs. Supervising Nurse 
Mr. Junior School Teacher 
Mrs. Nursery School Teacher 
Mrs. Home Teacher on the Pre-School Program 
Mrs. Consultant in Speech and Language Therapy 
Mr. and Mrs. 
Mrs. Psychometrist, Handicapped Children's Program 
Mrs. Physiotherapist, Handicapned Children's Program 
Dr. Medical Director, Handicapned Children's Prosral 
Each person present was asked to comment on problems as the 
saw them. 
Dr. is a child who suffers from minimal cerebral dysfuncti 


the cause of which is not known. She has a mild spastic diplegia, 
{Cerebral Palsy), a moderate hearing loss, delay in language devel 
she is inattentive on occasions and has impulsive behavior. 
Mrs. indicated that a stretching program was required for 
in order to maintain her present function and reduce the po 
of developing contractures as she continues to grow. She felt it 
quite appropriate for this program to be carried out in the school 
had discussed this with Mr. 

Mrs. had found to be cooperative for about the first 
ai twenty minutes of the testing and following this she began to displ 
ceaoan ali a good deal of controlling and difficult behavior. On the Reynell 

Language Scales, she hau a verbal comprehension level of approxim! 


four years but this was interfered with by her erratic attention 
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Mrs. 


Mrs. 
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---Cont'd 


On some of the performance tests of the WPPSI she functioned at the 

lower end of the Average range and was noted to have very good visual 
discrimination and alerting techniques. On the Beery Scale of Visual- 
Motor Integration, she functioned at the 5° (five year, three month level). 
In general then, appeared to be a child of normal intelligence with 
some delay in language skills.The impulsive, inattentive behavior tended 
to interfere with her testing. 

Mrs. indicated that she has a verbal comprehension level 
at the a (four years and five months) and that there has been a major 
improvement in the past year. There is also a marked improvement in 
her expressive language skills and she is now able to produce some complex 
sentences. She tends to use mich more language than she does signing and 
in fact, has outgrown her need to use the signs. Her auditory discrimina- 
tion is poor and she has poor articulation. On the Leiter Scale (a scale 
which tests non-verbal skills) she was able to pass all tests at the 5 
(five year) level and some at the 6 (six year) level. She learns best 
in a visual mamer and is able to use a good deal of trial and error 
in monitoring her performance. Her expressive language is at the 34 
(three year, 4 month) level and on the PPVT, she functioned at the 7 
(two year, eleven month) level. She was attentive enough to work for 
about half an hour. 

Mrs. has tested extensively with particular emphasis 
on the grammatical analysis of elicited language. She found that she 
functioned in the Average range for children with a hearing loss and 
that her expressive language was between the 2.6 and 2.11 months level 
(approximately two years behind her chronological age). She was impressed 
by. ability to participate in the test and in fact spent a good 
part of one day with her. 


Mrs. 
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Conference on Page 3 


Mrs. presented an extensive report. cognitive 
skills, excluding language are at her age level and she fits in 
quite well with her present class in that area. She is using more 
and more language as the months go by and has a good deal more language 
than the other children in the class, so that in this area, she requires 
an individual program. The major problem over the past months has been 
in behavior. The major problem in this area is aggressive behavior 
which seems to occur more frequently in the unstructured areas. She 
reports that seems to manage quite well and in fact best ina 
small group situation. She does have poor self control. A method of 
managing her impulsive outburts has been organized by having her sit 
out, and if she cannot manage to do this within the classroom,of going 


to Mr. office where she then is able to sit on a stool. 
There is some feeling that the behavior has settled a little, i.e. she 
goes less frequently to Mr. office and that she is beginning to 


respond to verbal clues as far as behavior control is concerned. 
She greatly benefits from the use of a hearing aid and it is quite 
obvious when her hearing aid has been switched off (as appears 
to do in the residence). 

Mrs. indicated that was one of sixteen children in 
the nursery school. She is chronologically the oldest in the class, 
although there is a group of approximately one-third of the children 
who are within her age range. Cognitively, again, she is reported to 
do well and there is a major improvement in her speech over the past 
month, She has most difficulty in the area of social behavior, partic; 
ularly at the free play time. If she does develop an interest in an 
activity such as a puzzle, she will sit at it for a good deal of tim 
and will even communicate with other children during this period of 
time. However, she is anxious to control many of the play situations 
with the other children and will occasionally hit out. She also falls 


frequently (because of her cerebral palsv) and this sometimes results § 


@ good deal of confusion in the class. 


Conference on Page 4 


Mr. and Mrs. Mr. and Mrs. reported that since Christmas, 
behavior has been much more settled. She has been on Methyl- 
phenidate since that time. Sleeping has improved and she is somewhat 
easier to manage at home. They also report that this good appearance 
of behavior has occured previously and that she was really in a very 
difficult state before Christmas. They questioned the group as to what 


was felt to be____major problem. 


Summary 

A good discussion was held amongst the group. It was agreed that be- 
havior was the major problem followed by language. The question of how much these 
two disabilities were inter-related was discussed and there seemed to be same evid- 
ence that following improvement in receptive language, it was also easier 
for those around her to manage her behavior with verbal cues. Her inability to 
use language as a means of commmicating with other children was considered to be 
a problem. The general tests of cognitive development as far as one could see, 
placed within the normal range of intelligence with superior skills in some 
of the visual areas. There was an agreement that her verbal comprehension was 
about the four year level and her expressive language at almost the three year 
level. There had been a major improvement in both areas over the past year. 
She continued to have problems with articulation and verbal discrimination. 
The question of school placement for next year was discussed. Again, her behavior 
would need to be considered in any setting. However, her verbal skilis certainly 


surpass th assmates i ie first at 


School and would continue to do so ne: ar. It was felt that some thought should 
be given to a program which maintained her in the part in the. 


program and part in a possible commmity program where she would have good verbal 
models. 


Conference an Page 5 


The following recommendations were made: 


1. Exploration of possible settings within the public school system, a 
placement where it would be possible to include a behavior management 
approach was recommended, e.g. a kindergarten and teacher's aid and 


continuation of the level I program at School. 
tr. will initiate this.} 

2. Mr will continue with the stretching exercise in consultation with 
Mrs. 


3. Methylphenidate 10 mgm., a.m., 5 mgm., at noon, S mom., at 4 p.m. will 
continue, supervised by Dr. (An appointment with Dr. 
will be made for February, 1982.) 


4, Hearing aid etc. supervision by audiology department at the 
School. 


5. A follow-up meeting in May of 1982 will be considered. 


M.D. 
Jamuary 25, 1982 
Addendum: To All Who Attended Conference on 
This is my summary of the meeting regarding . If the summry 


does not agree with your statement, could you please forward a revision to m 
and the notes will be corrected. 
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APPENDIX 8 a) 


RECOMMENDATIONS FROM SUBMISSIONS 


In this appendix we have attempted to summarize all of the 
recommendations and suggestions received in the submissions 
from patients and other interested persons. There was no 
attempt to edit out material that may not fall within the 
strict terms of the mandate of the committee. Wherever 
possible, the recommendations are taken directly from the 
submissions. Recommendations from specific patient groups 
or other organizations are also included in this appendix. 


The recommendations have been organized under the following 
headings: 


1. Research 

2. Medical Community 

3. Financial 

4. Foods and Drugs 

5. Toxic Environmental Elements 
6. Children/Education 

7. Prevention 


8. Information/Resources/Facilities for the 
Environmentally Hypersensitive 


RECOMMENDATIONS FROM SUBMISSIONS 


1. Research 


- Research should be done to determine if the tests 
and treatments used by clinical ecologists 
(provocative testing, neutralization, desensitization, 
rotary diets, avoidance, significant environmental/ 
home changes) are really effective. 


- The research on provocative testing, neutralization 
and desensitization processes should have first 
priority, in order to resolve the conflict between 
traditional allergists and clinical ecologists. 


- The research teams should be broad-based, multi- 
disciplinary. 


- Research should be based on the body of research on 
clinical ecology already existing and should be done 
with a clear understanding of the techniques used by 
clinical ecologists. 


- Research is necessary on the phenolics program of 
rapid neutralization/desensitization used by some 
clinical ecologists. 


- Research is required to refine and improve the 
diagnostic and treatment methods used for environment- 
ally sensitive patients. 


- Research should be done on the effects of the inter- 
action of chemicals and the long-term effects of 
chemicals on health. Studying the effects of single 

1 chemicals does not tell you anything about combined 

i effects. 


| - Comprehensive research is necessary on the relation- 
Hl ship between toxic chemicals and food on behaviour 
| and/or learning problems in children. 


- Research into developing ways of producing and 
distributing natural substances which are more 
acceptable to the sensitive. 


- Research involving a multidisciplinary approach and 
physicists to explore the emerging conncect.on 
between hypersensitivity and electromagnetic 
phenomena. 


- Epidemiological research is needed to evaluate how 
Many people are affected by the disease ~ seriously, 
moderately or minimally. 


Zi 7 2 mm mH Ee 


- Holistic medical and environmental research 
should be supported. 


- Animal research should be undertaken to determine 
the effects over generations of the use of processed 
foods (containing preservatives and food colourings 
and additives) on health. 


- That the tests and treatments of clinical ecologists 
be assessed in terms of their ability to deal with 
environmental hypersensitivity by researchers who 
have a sensitivity toward the limitations of modern 
medical paradigms. 


- That research into the overall effect on human health 
of the chemicals present in our environment be given 
a high priority in view of potential implications 
for health policy, the testing and licensing of new 
chemicals (whether they will be used for nutritional 
medical, industrial, agricultural or other uses), 
occupational health and safety, and so on. 


% 
Medical Community 


- That environmental hypersensitivity is recognized 
as a disease possibiy caused by the contamination of 
our environment by a growing range of chemical 
compounds. (This in no way excludes the recognition 
of the dangers of certain naturally occurring 
substances. 


- There should be recognition/awareness and support of 
the environmentally ill. 


- There should be recognition/awareness and support of 
the tests and treatments of clinical ecologists. 


- Medical schools should add a clinical ecology/ 
environmental health speciality. There should he 
More doctors practising clinical ecology. 


- That it be mandatory that all doctors currently 
practising medicine take a course on the principles 
of clinical ecology. 


~ Traditional allergists - should listen to their patients 
better and spend more time with 
them. 


- should be trained to test more 
extensively for food and 
chemical allergies. 


- General practitioners - should be trained to recognize 
food allergies ana be wiiling 
to do the appropriate tests. 
{Often M.D.‘'s and other 
specialists Go not think of 


allergies when they cannot 
find a solution to the 
patient's problem - often, 

if the patients themselves 
suggest allergies, they are 
ignored, or are told they are 
hypochondriacs, nervous or 
referred to a psychiatrist) 


Psychiatrists - should have new patients 
allergy tested for food and 
chemical sensitivities prior 
to psychiatric treatment. 


Doctors should decrease their dependency on drugs for 
helping patients. 


A more comprehensive system of diagnosis and treatment 
that focusses on removeing causes of problems, (rather 
than symptoms) should be provided. Doctors should 
develop a more holistic approach. 


Doctors should stop telling patients that their symptoms 
are “all in the mind" simply because they are unable to 
diagnose the illness and because their treatments don't 
bring improvement. 


The Ministry of Health should develop reading lists and 
other informational materials alerting doctors to the 
symptoms and causes of environmental hypersensitivity, 
so that they can make a preliminary diagnosis and refer 
the patient to a clinical ecologist rather than to a 
psychiatrist. 


Raise the respectability of ecological/environmental 
medicine in order to attract qualified researchers. 


Doctors should be well trained in diet and nutrition and 
biochemistry and study the nutritional management of 
illness. 


Doctors should be taught about the wide range of allergic 
symptoms and something about allergic management. If 
allergic diagnosis and nutritional counselling is done 
early, huge 0.H.I.P. costs and harm to patients would be 
avoided (i.e. by incorrect diagnosis and treatment). 


There should be better communication and cooperation 

between the traditional medical community and clinical 
ecologists and other alternative health practitioners. 
Employ social workers in doctors offices and clinics. 


Involve the public health nursing system in the area 
of environmental hypersensitivity. 


Financial 


That we immediately but conditionally recognize 
alternative treatments of environmental hype. 
sensitivity as practiced by reputable practi 
and that such treatments be covered by O.H.I.P. 


Development of Ontario Medical Association guidelines 
for clinical ecology and recognition and funding of 
all clinical ecology tests and treatments. 


Financial assistance relating to: 


- the travel costs and costs of tests and treatments 
in environmental units. 


- modification of homes to produce a safe environment. 


- additional costs for purchase of organic foods/ 
food and vitamin supplements. 


- additional costs for tests, serums, drops, etc. 


Provision of disability pensions and welfare coverage 
for the environmentally ill without excessive obstacles. 


Coverage of additional costs of tests/treatments by 
insurance carriers. 


Government compensation to persons with illnes related 
to urea formaldehyde or other toxic chemicals. 


All expenses relating to environmental illness including 
the cost of major environmental changes should be tax 
deductible. 


O.H.I.P. recognition and funding of ‘holistic’ medical 
practitioners. 


The services of naturopaths, homeopaths and osteopaths 
should be available through O.H.I.P. 


Financial assistance should be made available to 
parents of children who are environmentally ill and 
need to attend special schools that are 'safe' for 
them or need special diets. 


Some type of pension scheme should be developed for 
those unable to work due to the illness. 


Additional financial help should be available for 
those on welfare and/or disability pensions to 
assist in the costs of tests, treatments and food 
supplements. 


At present COMSOC pays for disabled persans tn he 
able to continue to live in their homes. Financial 
help for renovations should be given to environment- 
ally ill patients for the same purpose. 


4. Foods and Drugs 


- Organic and pure foods should be easily available 
(in supermarkets) at inexpensive prices. 


- All ingredients in foods and household products 
should be listed on labels. 


- There should be better controls on sprays and 
pesticides used to keep food fresh and also on 
hormones in meats. 


- The provincial government should recommend to the 
federal government that much more exhaustive and 
detailed food labelling be instituted. 


- Information on the toxic ingredients in drugs should 
be made available to the public. 


- The immediate removal of Na Metabisulphite (used 
extensively to retain food colour) from use by 
restaurants and other food outlets serving the 
public. 


- Hospital foods and food served in schools should be 
assessed for nutritional quality. 


- Any radiated food coming into Canada from California 
should be labelied as such. 


- That the government donate some of the available 
Crown Land where food could be grown in "green manure! 
to help those sensitive to the ammonia in manure (the 
food should be grown by people with sensitivities so 
they would understand exactly what must be done and 
won't be tempted to take short cuts, to get more or 
better looking food. 


- That the Canadian Dietetic Association should not 
be allowed to control the access to vitamin/mineral 
supplements that are found helpful by patients. 


5. Toxic Environmental Elements 


- That we clearly recognize the limitations of testing 
new chemica. compounds one at a time over and above 
the limitations these procedures nave in forecasting 
the risks to human health from long-term low-dosage 
exposures. This is true for all chemical compounds 
regardless of the purpose to which they are put. It 
is therefore impossible to scientifically assess the 
risk or lack thereof to human health. 


It is necessary to reduce the number of chemicals 
in the environment and monitor closely the intro- 
duction of new chemicals. The government should 
ask about every new chemical: Is it necessary? 
Is it safe? Otherwise, the new chemical should 
not be introduced. 


Pharmaceutical companies should list all excipients 
contained in products. Excipients must be recognized 
as potentially toxic. A possible solution is the 
return to natural excipients. 


Information on all hazardous chemicals should be made 
easily available. 


We need better government control of chemical wastes. 


There should be restriction of necessary but hazardous 
chemicals, and increased control of all toxic chemicals. 


The government should do as much as it can to 
discourage the use of pesticides and herbicides in 
public places and recommend to the federal government 
where applicable the need to have pesticide-free 
cotton and foods imported. 


Elimination of unnecessary contaminants/chemicals in 
foods and drugs. 


There should be regulations to ensure that all 
employees know if their workplace area is te be 
sprayed with pesticides. 


There should be no pesticide spraying where children 
are present, in schools, day cares or apartment 
buildings. 


Stricter government control of air quality in all 
workplace environments. 


Ensure that all buildings have excellent ventilation 
and lighting systems. 


Increased government control of building/construction 
materials. 


Water purity should be guaranteed by government. We 
need to stop the pollution of our water supply. 


Increased government contr-l on gas emissions. 


Smoking - no smoking in the workplace 

- enforce no smoking laws 

~- no smoking in public areas/ hospitais/ 
schools/stores 

- non-smoking areas should have complet. 
separate ventilation systems from smoking 
areas 

- higher tax should be levied on cigarettes. 


Children/Education 


Recognize that food allergies in children can result 
in behavioural disorders and problems learning in 
school, that are not of emotional origin. Teachers/ 
educators should be well informed on this area, in 
order to avoid the implications on the child of 
learning difficulties which produce long-term effects 
of a negative nature on the child. 


Children should not be put through the psychiatric/ 
psychologic route without first establishing if the 
problems are due to sensitivities. 


Early diagnosis and treatment should be available 

for children to prevent the later chronic debilitating 
effects on children and also the enormous health care 
costs. 


The research on learning and behavioural disorders 
should be thoroughly reviewed with respect to the 
effects of changes in diet and environment and this 
information should be made available to educators 
and the medical community and the public at large. 


We should begin to keep statistics on the allergies 
of school children to give us information about the 
scale and dynamics of various forms of environmental 
hypersensitivity associated with our "chemical 
society". 


Because of the illness, some children are required to 
have at-home tutoring and it should not be necessary 
for their parents to have to fight to have the need 

recognized, due to lack of acceptance of the illness. 


Children with sensitivities need active support from 
the established medical community. 


Schools should be educating children in proper nutriti 
and junk foods should not be served/sold in the schoo 


Catering organizations which provide foods for schoc) 
children should be provided with information on the 
needs for special diets of sensitive children. 


Public health authorities should regularly check out 
the cleaning chemicals used when children are in 
school. 


The Board of Education should immediately change its 
closed window policy in order to improve the very p00 
ventilation in schools. 


hw... 


7. Prevention 


- Awareness of the illness and its’ implications is 
the key factor in producing those actions that will 
lead to early diagnosis and to eventual prevention. 


- Increase awareness of the disease, its possible 
causes and cures and make the public aware of the 
dangers of using pesticides, herbicides, drugs and 
chemicals in the workplace, home and schools. 


- That the regulations requiring the specification 
of contents in foods be extended to other household 
articles to give the number of people with multiple 
allergies the possibility of preventing serious 
reactions. 


- Information centers with complete directories of the 
chemical contents of household goods should be 
established and such centers should make this infor- 
mation available to the public. 


- Educate health professionals on the dangers of drugs, 
foods and chemicals and their effects on health. 


- Prevent pharmaceutical companies from controlling 
research. 


- Provide more doctors practising preventive medicine 
in Ontario. 


- Increase awareness, particularily in ashmatics and 
allergy patients of the dangers in bisulphides in 
drugs. 


- Advertising to educate schools, teachers, parents and 
children on the dangers of air pollutants and foods 
and chemicals. 


- More advertising to promote a cleaner environment. 


- Enact and enforce tougher laws and penalties for 
polluting corporations - e.g. jail terms for the 
chief executive officers. 


- Provide support for non-polluting methods of disposal 
of human wastes, garbage and household and industrial 
chemicals. 


- Exert extreme pressure on all levels of governmen+ in 
Canada and the U.S. to cease polluting the environment. 


- Educate the public in methods of living that will not 
pollute the environment. 


Improve methods of detecting and identifying 
environmental pollutants. 


Clean up the toxic waste dumps in Ontario and 
New York State, The drinking water of millions 
is at risk. 


Ensure that hazardous chemicals are kept out of 
the water supply. 


Find an alternative to chlorination of our 
drinking water. In Europe, ozone is used to 
purify the water. This may be a more sound 
ecological practice. 


That areas, cities or wells that currently have 
water that is still safe for some be protected from 
unnecessary fluoridation and chlorination and that 
insecticides and other chemicals that will penetrate 
the water supply not be used in that vicinity. 


That public health units return to their original 
basis - the provision of safe food and water supplies. 


That indoor air pollution laws re: smoking should be 
strictly legislated and enforced province-wide and 
should certainly include a smoke-free workplace clause 


That manufacturers are made aware of the sensitivity 
problem so that building materials, clothing, etc. 
can be available without the added chemicals. 


Provide information sources to the public on safe 
building materials. 


That new buildings are constructed of materials 
containing fewer chemicals to minimize "outgassing". 


Enforce current air pollution laws and in addition, 
lower the permissable emission standards in the case 
of motor vehicles. 


That consideration be given to workplace air - that 
no smoking or perfumes should be the rule so that 
people can work and continue to be taxpayers rather 
than collect disability pensions. 


The agricultural use of pesticides and drugs in food 
animals should be reviewed and restricted where 
appropriate. 


The non-agricultural use of herbicides along roadside 
in parks, golf-courses and homes should be avoided 
entirely or reduced as appropriate. 


8. Information/Resources/Facilities for the Environmentally 


Til 


- The Ontario government should develop a public 
information campaign on ecological illness, focussing 
on the need for more public awareness of the problems 
that can be caused ecological sufferers from the 
indiscriminate use of perfumes, harsh cleaning 
chemicals, etc. in public places such as offices, 
shopping centres and schools. 


- A public information bank be made available to help 
people deal with different aspects of the problem. 
Information sources are required on where to purchase 
water, safe foods, and household products; how to 
choose the best water purifiers and where other 
sources of help are available. 


~ Food and drug edmininstration departments should 
provide information to the public and to health food 
stores as to the reasons for the removal of specific 
products. 


~ A special hospital should be built for environmentaily 
ill patients, which neither contains nor uses toxic 
chemicals. 


~ There should be a special emergency area for the 
environmentally ill in hospitals. 


- Special consideration should be given to the allergic 
and environmentally ill, with regards to drugs 
administered in hospital. 


~ Build environmental units/hospital wing/outpatient 
clinic for the environmentally ill. 


- Hospitals should have two or three environmentally 
safe rooms - no chemicals, plastics or foam materiais. 


- Provide a testing centre for environmental sensitivities - 
| for provocative, bioassay and cytotoxic testing. 


~ Patients leaving hospital should have access to group 
homes, which should be located in small communities 
away from the city. This home would provide the 
opportunity to learn how to deal with the illness, 
regarding purchses and cooking of food and the use of 
cleaning products, while preparing to return home. 
There would be benefits from meeting others with the 
same illness which would decrease the sense of 
isolation and build confidence in dealing with others. 


- Provide half-way houses 


- Special, subsidized, environmentally safe housing 
should be available for environmentally ill patients 
who cannot afford to live in regular housing and 
make the changes required to make it safe, 


That self-help groups be encouraged to permit 
people with multiple allergies to exchange 
practical experience on “what works" and that 
this kind of experience be analyzed to complement 
the scientific knowledge base. The existence of 
such groups should be advertised through instit- 
utions such as public libraries. 


Information should be available on the available 
support groups or associations dealing with this 
illness. 


Emotional support systems should be available. 
Counsellors should be available who are supportive 
and understanding of the illness...for both the 
Patient and his/her family. 


Provide up to date information on the disorder 
te the public and the medical community. 


There should be a central registry of doctors - 
showing their interests and philosophies so that 
patients need not find the kind of doctor they 
need by accident. 


Families should be encouraged to care for their 
disabled or ill members at home, with the 
appropriate financial and emotional supports. 
{It is possible that some disturbed children are 
sent to institutions misdiagnosed, when their 
problems may stem from food and chemical 
sensitivities). 


Information on sources of financial assistance 
and how to apply for them should be made available 
to environmentally disabled patients. 
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SRIEF 
to the 
Ontario Ministry of Health Committee 


on 


Environmental Hypersensitivity Disorders 
submitted by the 
Parents of the Invironmentally Sensitive 
Box 434, Station "R" 


Toronto, Ontario 


May 6, 1985 


introduction 


Parents of the mvironmentally Sensitive (PES) is an organtzatia 


of persons concerneé about food and chemical sensitivities en 


environmental diseases, 


This organization was established in 19@2 by families with seri 


rom any 3? 


adult children who were unable to receive support 


ed support systems, 
The aims of the organization are: 


1, Promote formation of support systems for the environment. 
411 and their families, 


2, Provide development and dissemination of educational 
resources, 


3 Promote basic and clinical research of environmental 
2ES welcomes the formation of the committee and thanks the for 


of Health, the Honourable Keith Norton, for 


PES has been aligned witn the ad-hoc Committee, University of 


Toronto, on Environmental Hypersensitivity since 4ts inception, 
representatives were present at all meetings to interpret to the 
multi disciplinary Medical Researcn Committee the nature of the il 
tke lack of support systems for the patients and the need for 


attention in order to save lives, 


e_ proolem? 


tis 


Thousands of people in our society are sensitive, 


to various substances, whether man-made or naturally 


people with such se sitivities may be tested, 


by traditional methods, It becoming 
that for many others, these methods are 


£5 oocuring not only in Ontarta but also ‘n une United Staves an 


industrial countries. It is, inshort, a widesoread and serious problem, 
In spite of this, peozle complaining of these Susceptibilites are somes 
times treated as either neurotics or hypochondriacs, They are lert to 
cope, not only with their sensitivities, but also with burdens of 
frustration and despair in the face of such diagnoses, 

Because their susceptibilities are life-disrupting and, in some 
cases, lifeethreatening, these patients are compelled to search out 
alternative forms of testing, diagnosis and treatment, 

Until such time as the province provides appropriate environmental 
treatment centres in a clean rural setting, they should be prepared to 
sutsidize patients directly for essential services, This would include 
environmental renovations, changes in houses and apartments,as is 
presently being done for the handicapoed such as hemophiliacs, finencial 
assistance for unusual and exotic diets, financial assistance for food 
Supplements and appropriate medical treatment of the patients' choice. 
Currently the patients’ families must assume the responsibility of 
establishing their own private nospitals, 

Community and Social Services are presently desiznating the physicians 
who are to certify diagnoses of Environmental Hypersensitivity. Some of 
these snysicisns are opposed to the concent of environmental hypersensiti- 
vity, whether it be because of the politics of their organizations or 
eral leck of knowledge and research, The satients are then prevented 


from obtaining financial assistance as well as home care. This attitude on 


most of these patients, We recommend that this policy be disccntinued, 


49 certi?yz clasnoses, 


Judge George M. Thomson Page Three 
Sune 17, 1985 


Our chief concerns remain that the patients’ health needs are overlooked 
while professionals continue to play games of power and politics. 


I hope these suggestions may be of assistance in formulating your 
recommendations. 


Yours truly, 

i 
War ansahel VWebcfretd 
Margaret Nikiforuk ! 
President 


Parents of Environmentally Sensitive 


MNism 
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Allergy Information Association 


Room 7. 25 Poynter Drive. Weston. Ontano. MIR iKS 1416} 244-9312 
March 28, 1985 


Judge George M. Thomson 
Chairman 
c/o Office of the 

Assistant Deputy Minister 
Institutional Health 
10th Floor, Hepburn Block 
Queen's Park 
TORONTO, Ontario 
M7A 1R3 


Dear Judge Thamson: 

Enclosed, please find a statement of Allergy Infomma- 
tion Association's position on clinical ecology vis-a-vis 
allergy. 

The statement is written in an informal manner as you 
requested. The material in it is based on: 

- my 15 years as the Executive Director of AIA. 


~ the input of well over 10,000 letters and telephone calls 
per annum. 


- statistics from the questionnaires put to our membership 
over the years. 

- in-depth counselling of many affected persons. 

~ observing the negative effect of the environment on a 
member of my own family. 


- observing the procedures of a Practitioner of Clinical 
Ecology in testing another member of my family. 

~ attending seminars based on both traditional allergy and 
clinical ecology. 


~ in-depth conversations with both allergists and ecologists. 


I believe the role of clinical ecology must be 
addressed for the protection and benefit of vatients, and to 
ameliorate the negative impact this controversy is having on 
the medical cammmity. 


If any of the points I have made are unclear, or if 1 
can further serve the Committee in any way, please contact me. 


Sincere}y, \ 
MSD/pmb M. Susan Daglish 
Enc. By Patients - For Patients Executive Director 


Cee 


y NV N Allergy Information Association 


INCORPORATED 1970 Room 7. 25 Poynter Drive. Weston, Ontario, MOR 1KB i416) 244-9312 


In this brief the following points will be clarified. 

1. Some individuals may react physically, and behaviourly to foods 
and environmental substances. 

2. Traditional allergy treatment is meeting the criteria of science 
but failing to meet the needs of a growing number of patients. 

3. Clinical ecology often meets the perceived needs of the patient 
but has not yet met the accepted standards of scientific validity. 

4. It is recommended that clinical ecology be subjected to careful 


and objective study. 


1. Some individuals may react physically, and behaviouriy, to foods and 
enviromental substances. 


There are many persons suffering from physical problems such as: headaches, 
digestive tract upsets, aching joints, urinary problems, and from 
behaviour/emotional problems such as fatigue, irritability, hyperactivity, 


and depression. 


Many persons and/or parents of such children believe that they are experienc- 
ing adverse reactions to same food or environmental factor. Once this factor 
has been discovered and eliminated, the person can lead a symptom-free or 
symptom-reduced life. Most of the cases I have dealt with are quite sinple 
and straightforward: 


- stop drinking orange juice and the joint aching ceases. 


By Patients - For Patients seed 
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- give up sugar and the headaches stop. Go on a sugar binge and 
experience a "hang~over". 

- remove the rug fram the bedroan and the headaches clear. 

~ eliminate cinnamon and eliminate enuresis. 

~ stop using fabric softeners and the irritability goes. 

- stop drinking milk and the earaches cease. 

- eliminate MSG and blood pressure levels normalize. 
Try the food again after several months, use it sparingly and infrequently, 
and the symptams seldan return. These are simplistic problems with solutions 
which are not costly in terms of money or quality of life. In a study conduc- 
ted for AIA by the University of Toronto, 86% of the respondants manipulated 


their diet. 83% claimed to feel better for the dietary change. 


At the other end of the spectrum are those who spend thousands of dollars 

on diagnostic tests, or hospitalization. Some try to keep on highly restric- 
tive diets. Others pay huge sums to change their method of heating. Many 
spend hours shopping for “non-allergic" items. Others give up their social 
life to avoid scents and odours. Others move to remote areas giving up on 
life entirely. These attempts to eliminate allergens can be costly, non- 


productive, affect quality of life, and are perhaps misdiagnosed. 


I have became convinced that for same people, the food and/or the environment 


does appear to affect them negatively. 


Case_#1 
David, at the age of 7, began to experience a change of personality. 


Prom a very bright, well-adjusted child, he became unable to function at school, 
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aggressive, easily angered, easily frustrated, and hyper~ and hypo-active 
by turn, When he was taken out of a special education program which required 
bussing, his former pleasant personality returned, he was able to cope with 
school and graduated at the top of his class. He is now an adult, holds down 
a stressful job with no ill effects. If caught in traffic, his personality 


undergoes a change. Exhaust fumes seem to be the trigger. 


Case #2 

Bobbie is a child of 7. When first seen she was a fearful, restless, 
whiny, hyperactive child. As a flower-girl at a wedding she couldn't stand 
still - part way through the ceremony she simply left. An attempt to bring 
her back resulted in a tantrum. She had been seeing a well-qualified, tradi- 
tional allergist for 5 years. Her parents took her to a Clinical Scologist. 
He recommended removing same foods fram her diet and in a few months her 
personality had undergone a change. She was again a flower-girl at a wedding. 
She was sunny of disposition, dignified, and performed her duties delightfully. 


Case_#3 

Leslie, a young weman in her early thirties, had been seeing a tradi- 
tional allergist who helped her control her asthma and rhinitis. However, 
her skin reactions and her fatigue was not controlled, and her allergist 
told her she would have to learn to accept these problems. She lost her job 
because she was so unwell. She began to see an ecologist. She removed sare 
foods from her diet and made same changes in her accammodation. She is now 
employed and has risen to middle management of a large corporation, her skin 


has cleared, she has energy, and her asthma and rhinitis are vetter too. 
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Case #4 

A truck driver, who had been hospitalized in psychiatric wards on 
eleven occasions, saw a T.V. show featuring a Clinical Ecologist. His prime 
trigger was found to be food colouring. He had been well controlled for 
three years,then he ate a meal which he had been assured was colour-free. 
Less than an hour after ingesting the meal, the aggressive, wild behaviour 
which had hospitalized him previously reappeared and he destroyed the roam's 
furnishings. He had to be sedated and temporarily hospitalized. The chef 


admitted he had used food colouring, but felt it would not matter. 


Case #5 

Kathy was a woman of 50. She had suffered fram allergies all her life, 
and in particular during her four pregnancies. A traditional allergist helped 
her, but she suffered from continuing ill-health. She saw a Clinical Ecolo- 
gist and other alterate medical practioners, eventually exclusively. She 


Gied of cancer which was diagnosed too late. 


From my observations, I believe that environment illness is a real phenamenon. 
Many chemicals used by’ industry have been in use for less than 50 years. The 
effect of these chemicals is unknown, therefore the role of chemicals in 
relation to environmental illness has not been objectively studied. Chemicals 
are sO prevalent in our food and environment,and growing in number so quickly 
that their effect mist be evaluated objectively. To emphasize the importance 
of effect of chemicals on humans, consider DES and its adverse effects on some 
women. Cancer is a measurable disease, behaviour and emotional abberations 


are not. 
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Twenty years ago, the AIA was formed because the official medical position 
was that allergy was a psychosomatic disease, and that persons who suffered 
from allergy were maladjusted. When children exhibited allergic reactions 
they were said to be "acting-out" and suffering fram bad parenting. The 
maverick group of doctors , called allergists, gave guest lectures usually 
entitled "Allergies are not All in your Head". It is only fifteen years 

ago that the physiological nature of allergy was objectively studied and 
vevealed. Only when allergy was accepted as a physiological, not a psyco- 
logical,illness were talented investigators attracted to the field of allergy, 


making the control of allergic disease possible. 


Because the phenamen of environmental illmess is so widespread, I believe 
there is sane physiological factor which underlies it, and until this factor 
is discovered the field will not attract qualified researchers, and the 
persons who suffer from its symptoms will not be well treated. 


2. Traditional allergy treatment_is meeting the criteria of science, but 


failing to meet the needs of a growing number of patients. 
Patients with classical allergic diseases such as rhinitis, asthma, derma- 


titis, etc., also tend to suffer fram the physical/emotional/behavioural 
symptams listed in section 1. In a questionnaire AIA conducted in 1975, 70% 


of the respondants experienced both the classical and the ecological symptoms. 


In the University of Toronto study (1984) done for ATA, 36% of the respondants 
were not satisfied with the help they received fram traditional allergists, 
and 64% of these respondants sought treatment from a clinical ecologist or 


other alternative medical practitioner. 
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Individuals wno feel well-adjusted, and are not suffering from undue stress, 
do not believe it when they are told that their symptoms stem fron emtional 
problems. It seems much more logical to them to find a physical cause for 
their symptoms. AIA has many complaints from patients who felt insulted by 
their physician's reaction when they asked about cause/effect relationship 


between environment and adverse reactions. 


Physicians who listen to their patients are much more successful at treatment, 
not because of the placebo effect, but by listening to the experience of 
patients doctors gain new insights, at times leading to new discoveries. 

What if Dr. Simon , in LaJolla, California, had said to the patient who 
presented him with sodium metabisulphite, "Now, my dear, sodium metabisulphite 
is a safe chemical and no one has ever been shown to react to it"? The weak- 
ness of relying so heavily on science is the attitude that if there is no 
study to support it, it doesn't exist. Most studies are done because a market- 
place value will be derived from the research i.e. for pharmaceuticals etc. 
Studies which will have a negative inpact on the marketplace are not easily 


financed. 


The strength of the traditional allergist is that his dedication to science 
makes him a safe physician. The purpose of his diagnosis is to prove that 
the patient does not have allergy. When all other reasons for the symptoms 
have been eliminated, allergy is investigated. This attitude safeguards the 
health of the patient. It is this consideration which has led AIA to work 


with allergists, and to suspend judgement on ecology. 
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3. Clinical ecology often meets the perceived needs of the patient, but 


has not yet met the accented standards of scientific validity. 
It seems clear from the letters and telephone calls received at the AIA office 


that patients are profoundly dissatisfied with the attitude of the traditional 
allergist to the physical/emotional/behavioural symptams that concern then. 
They feel very belittled and insulted by the attitude of the traditional 
allergist that the root of their symptoms is psychosomatic. Naturally they 
seek a physician who appears to take their concerns seriously. It is this 
accepting attitude of the clinical ecologist that is both their strength and 
weakness, Ecologists, unlike allergists, do not do a differential diagnosis. 
By and large, they tend to accept the patient's premis that his/her symptams 
are caused by allergy. I have no statistics available on this subject, but 
I would suspect that persons who have not obtained relief from their symptoms 
go te a clinical ecolegist, do not obtain relief from clinical ecology yet 
continue to use its modes, even going to extreme measures to change their 
lifestyle, are individuals who may have been misdiagnosed by the ecologists 


and are not being well-served by the medical commmity. 


Having pointed out that the major attraction of the ecology movement is their 
sensitivity to the needs of patients with difficult symptoms, their major fault 


is their loose grasp on the principles of science. Having interviewed many 


ecologists, I believe this lack of interest in the science of medicine stems 
fram three basic reasons: 
1. The mind-set of physicians attracted to clinical ecology. 

‘ These physicians are enpiricists. They want to help others. When they find 
@ method that works, they are uninterested in why the method is successful 
and unwilling to wait for rigorous scientific proof. They are not men of 


science. Basically these practitioners visualize themselves as medical 
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pioneers, and quote the physicians of old such as Semmelweis and Lister 
who discovered the principle of bacteria without proving its existance. 

They justify their position by saying “I don't need to do studies, I know 

it works clinically". "I have been doing it this way for years, I can tell 
you that the procedures work". This leads to misapprehensions. I would 
like to use Dr. J. Day's study of UFFI as an example of this problem of 
allergy vs ecology. The ecologists were the first to take seriously the 
patients' perception that UFFI caused problems for same people. For this 
type of observation, the ecologist can be very valuable to society. However, 
having made this link, they diagnosed the problem in everyone who had symptoms 
and had Urea Formaldehyde Foam Insulation. Because of UFFI's name, 
formaldehyde is obviously a component of this form of insulation. When 
symptomatic patients did not have UFFI in the hame, the ecologists made a 
leap and assumed that formaldehyde was the problem, advising patients to rid 
their environment of all products containing formaldehyde such as carpets, 
plastics, drywall, etc. Dr. Day's scientific studies have shown that same 
individuals do react to UFFI, but the trigger is not formaldehyde but same 


other factor, tentatively identified as mould produced by the breakdown of UFFI. 


2. The Capability of these Physicians. 

Ecology, at this point in time, is a fairly easy method of medicine and, 
because studies are not required, it is not crowied and very appealing because 
of the needs a physician can fulfill. The physicians who are currently 
practicing ecology are those who truly wish to help their patients who suffer 
from nebulous symptoms which are unmanageable by current medicine. In the 
hell-we_ther states such as California, siightly more unscrupulous physicians 
are attracted to ecology because the testing procedures, revisits needed, 


and the isolation hospitalization required, can be very lucrative. 
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3. The Lack of Funds for Research. 
In the past decade, funding for research has become increasingly scarce. 
It is safe to say that funds are fairly readily available if the study will 
result in the saving of lives, or ina product. which will assist the GP. 
Funding is not available for ef seuay because ecology deals with quality of 


life, and not in the manufacture of products for the marketplace. 
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RECOMMENDATIONS: 
1. Make Ecology a separate speciality. Since Allergy has become more 
directed toward Immmnology, and the symptoms experienced by those claiming 
environmental illness are not based on Immunology as it is now understood, 
it would seem logical to pursue the cause, triggers and effects of 


ecological illness as a separate entity. 


OR 


2. Make Ecology a part of Allergy by extending or generalizing the definition 
of Allergy to include adverse reactions. This has precedence as aspirin 
sensitivity and reactions to sodium metabisulfite are not IgE based, but are 
accepted and studied by allergists. By accepting reactions of ecological 
illness, patients would be better served by the more rigorous scientific bent 
of traditional allergy, the role of differential diagnosis, and the access to 
funding for studies. 


3. Attract researchers to environmental illness. Patients are not well-served 
when their symptoms are diagnosed as psycological. COPD patients removed from 
respirators hyperventilate. This has been assumed to be anxiety. Now it is 
known that hyperventilation is due to respiratory muscle fatigue. Steps are 
needed to address environmental illness as a physiological problem. I feel 
strongly that ecological illness is a real, physiological problem for most of 
those who suffer from it. Designating all individuals who suffer from 


physical/emotional/behavioural symptoms as maladjusted is unfair and cefeating. 


well 
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Only when ecological illness is taken seriously, and studied earnestly, 


will patients be helped. 


The key to solving the many problems in the area of environmental illness 

is -- research, good research. This area of medicine has been ignored by the 
talented investigators. I hope a major purpose of the Review Committee is 
to serve as a new starting point by raising the respectability of this area 
of medicine to not only attract qualified researchers, but also the 

research support to answer the critical questions concerning environmental 
ildness. 
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APPENDIX 8 c) Recommendations - 
Society for Clinical Ecology and Environmental 


Medicine. 
479 RONCESVALLES AVE. foc Besos 
TORONTO, ONT. MER 2N4 


JOZEF J. KROP, m.o. 
CLINICAL ECOLOGY 


February 7, 1985 


Judge George M. Thomson 

Chairman 

Committee on Environmental Hypersensitivity 
Provincial Court 

311 Jarvis Street 

Toronto, Ontario 

M5B 2ch 


Dear Judge Thomson: 


This is in answer to your letter to Dr. John Maclennan 
requesting our views of the areas of highest priority 

for research in the field of Clinical Ecology, the issue 
of prevention and the type of support seen as the highest 
riority for our patients. This is being submitted, 

after consultation, in the name of our group, The Canadian 
Society for Clinical Ecology and Environmental Medicine, 
which is presently being established. 


RESEARCH 


Any research when undertaken should be conducted with a 
clear and sound understanding of ecological principles. 
There are already 40 years of existing clinical observations 
carried out dy Clinical Ecologists as well as existing 
research upon which further research should be based. 
Following are three areas which could be acted upon. 


I Clinical 
1. Conduct epidemiological studies presently started 


by the Ad Hoc Committee on Environmental Sensitivities 
under the chairmanship of Dr. Gordon Nikiforuk. 


2. Conduct prospective studies of the effectiveness of 
ecological therapy. 


3. (a) Analyze T and B cells in environmentally sensitive 
patients. 


(b>; Dr. Krop has begun the above in co-operation with 
Dr. D. Banerjee, Director of the Immunopathology 
Laboratory, Department of Pathology at London's 
University Hospital. A grant is necessary to 
initiate studies of T and 3B cells and ‘the sub- 
population of T cells on a control group of the 
healthy population. 


te Judge Thomson 


(c) A grant is also necessary to perform functional 
studies on T and B cells of the environmentally 
sensitive as well as the control group. 


Il Experimental 


Create an animal model to have another insight to 
chemical sensitivity and its management. 


Iil Other 


Create interest in pharmaceutical companies to produce, 
in keeping with ecological principles, natural products 
such as vitamins, minerals, amino acids and herbal 
remedies, all of which should enhance the immune system. 
Tnese products should be especially prepared to be 
tolerable for the chemically sensitive. 


PREVENTION 


Obviously the proverbial "ounce of prevention” is preferable 
tosany cure. Clinical Ecology and Environmental Medicine 
seeks to discover and remove the cause of illness and in 
guiding patients to this discovery, placeg upon them some 
burden of responsibility for good health. As they are 
motivated by the results, they accept this responsibility 
seriously. Our society in general must also accept this 
responsibility. In view of spiralling health costs, in 
both human and financial terms, prevention is the most 
desirable cost-effective treatment. Following are the areas 
in which changes can be instituted to prevent the onset of 
illness. 


1. Home 


Individual patient ecological management 
- creating a safe and clean home environment 
- changing lifestyle (diet, non-smoking, exercise, etc. 


2. Workplace 


Eliminating the “sick building syndrome” 

- use of safe materials for interior finishing and 
a better system of ventilation 

- banning use of tobacco 


3» School 


- Ceas. indoor painting of schools during the academic year 

- Cease indoor pesticide spraying and outdoor herbicide 
spraying 

- Use safe teaching materials in classrooms, particularly 
vocational classes 


- Create environmentally safe classrooms (free o 


perfume, 
tobacco, ete.) for children with cavironmontal 


Ase 
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School (cont'a}. 


- Use safe cleaning products in school maintenance 
- Use safe heating systems and water supply systems 
- Begin early nutritional and pollution awareness education 


4. General 


- Decrease the amount of pesticide use inside buildings 
and herbicide use in parks, golf courses and orchards 


- Promote organic means of pest control (e.g. use of 
boracic acid, Fossil Flower, electronic equipment) and 
promote research into alternatives to chemical use 


~- Encourage co-operation with the Canadian Organic Growers 
Association to institute safe agricultural methods 


- Stop pollution of our water supply 
PATIENT SUPPORT 


Support from government and other institutions for environ- 
mentally sensitive patients is vital to their efforts to 
regain good health. They have enough difficulty coping 
with the environmental stresses which cause their health 
breakdowns. Pollowing are suggestions for meaningful aid 
for these patients. 


1. Recognize the existence of environmental sensitivity. 


2. Pacilitate processing of claims for Workman's Compensation, 
disability pensions, etc. 


3. Make available social or financial assistance for special 
foods, water supply systems and changes to the home 
environment. 


4, Validate ecological therapy to insurance companies and 
facilitate claims for patients who have private or group 
coverage. To this end, a meeting between the Superintendent 
of Insurance for Ontario and clinical ecologists should be 
arranged. 


5. Provide OHIP coverage for the total cost of treatment in 
an Environmental Control Unit in the U.S.A. Such treat. 
ment must be indicated by a qualified member of the Society 
for Clinical Ecology and Environmental Medicine. 


6. Indreduce MHIP ceverage for ecological testing. This would 
need to be accomplished in co-operation with our Society. 
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7. Fund establishment of Bnvironmental Control Units for 
the severely sensitive and environmentaly safe halfway 
homes for those discharged from an ECU or recovering 


from chemical exposure. 


8. Add Clinical Ecology and Environmental Medicine to 
the curriculum of medical schools. 


ye trust this gives you some insight into the problems 
faced by those suffering in an increasingly toxic 
environment and our concerns in the matter+ 


Respectfully, 


Vader Ae 
Th adil Society for 


e 
Clinical Ecolosy and Snvironmental Medicine 


cc: Members 
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Beware ‘Sick-Building Syndrome’ 


The deadliest pollutants of all may be the ones you breathe at home or at work. 


The paramedics who found Evgene Bee- 
man dead in his suburban Chicogo home 
believed that the Sd-yeurvold engineer had 
heen felled by a heart atiock Butan autopsy 
revealed that his bload was laden with carbon 
monoxide, and an architect discovered a 
number of sources of the deadly gas in Bee- 
man's home, The verdict: Beeman had been 
puisoned by the air in his own house. 


Oo ver the past decade, Americans have 
spent nearly $200 diilion to win 

2 minor victory in the war against air 
pollution. But just.when we thought 
i was safe to breathe again, there 
comes disturbing news. Study after 
study has discovered that air inside 
homes. schools and office buildings 
can be laden with a witch's brew of 
chemicals, gases, smoke, bacteria and 
orher ppltucaais~=sometimes in con- 
centrations high enough to pose seri- 
ous threats 10 health, The case of 
Eugene Beeman is still a tragic exeep- 
Lon, since 10x1¢ substances are nor- 
mally detected long before they can 
teach fatal levels. But scientists warn 
that the unavoidable act of breathing 
indoor air may cause or aggravate 
half of all the ilinesses in the nation 


turned to Bayonne, N.J., one of their origi- 
nal test cities, and attached sophisticated sir 
monitors to 350 people. “The results were a, 
dig surprise,” says Wallace. “Indoor con- 
centrations were always two (0 five times 
han outside feveis. Sometimes they 
era hundred times higher.” The 
“Even downwind from a chemical 
plant, it’s better to open your windows.” 
But it does not follow that lack of ventila- 
tion is the only problem. Many researchers 


LIVING IN A ‘CHEMICAL SOUP’ 
A number of everyday products coniain unsuspected hazards, 


ernment became concerned enough about 
potential hazards in tight, energy-efficient 
buildings to set up an indoor-sir-quaiily 
program at Lawrence Berkeley Laborato- 
fies. But when the LBL scienusts actually 
went out to measure pollutant concentray 
tions, they found that lack of ventilation 
was rarely the main culprit. Buildings were 
creating their awn forms of pollution. 

The home, after ail, is a piace where oil, 
gas, Wood and 1obacco are burned (giving 
off nitrogen diaxide, carbon monoa- 
ide and hydrocarbons); it offers a 
collection of microclimates ideat for 
the cultivation of microorganisms 
(including fungi, nematodes and the 
Dacteria that cause Legionnaire’s 
disease among other ailments): it is 
a place where countless chemical 
products invisibly exude their voia- 
tile components, inctuding styrene 
from plastics and benzene from 
solvents. Manufactured-wood prod- 
ucts, such as particleboard and ply- 
wood, give of poisonous formaide- 
hyde, and even the very soil bencarh 
the foundation can emit radioactive 
1» “We're all living in a 
says Wallace, whe 
gave up after three hours of trying to 
count all the possible sources of con- 
tamination in his own bathroom. 


Pungent Oder: No regulattons re- 


quire homes and most office build- 


ings to be monitored for indoor pol 
lutants; as a result, virtually all cases 
of “sick-building syndrome” are dis- 
covered by nature's own imperfect 
pollution detector—the human body. 
When Oakland High School in Oak- 


land, Calif, moved into a new build- 
ing four years ago, for example, 
students and teachers alike smelled 
the pungent odor of formaldehyde. 


and may contribute to thousands of | POUUTAMT source arrest 

deaths a year, What environmental ladon gee Uranawmin sod May cause lung 

screntists call “sick buildings” pose a cance. 

problem that cuts across state, sociat Tobacco emoke Smokers Respiratory alments 

and economic boundaries. They have Asbestos Pipe insulation, Lung disease, 

deen found everywhere from trailer oiling and floor cancer 

purks in Texas to an Environmental id bles 

Protection Agency office in Washe Fungi, bacteria Humidifiers, ax- Allergies, asthma, 

ington." We're jus! beginning (oiden- conditionang Legionnave's 

Ufy the problem of indoor air pollu: lems. disease 

tron.” says Hugh Kaufman, EPA Carbon monoxide,” Stoves and Headaches, drowsi- 

hazardous-wasie expert and whistle ollragen oxides heating systems ness, nausea: in high 

clower, “But everywhere we look, it concentiations, car- 

18 worse than we expected.” bon monoxide is !atal 
‘Assumptions: Recent research has Formaldehyde — Plywood, particle imtates eyes, skin 

overturned some of the original as- board, loam and lungs: causes 

sumptions about indoor pollution. At cain cancer hanes 

fiest, sciemnists suspected that indoor Benzene Sowenteieaners  Suspecisd of 

tevels of chemicals and other contam- Sausing leukerva 

inants simply reflected their outdoor Styrai Carpels, plastic — Damage lo kidney, 

congentraugns. “Our inuial thought poovels _ 


was thal exposure ta chemicals would 
De highest in chemica}-manufacturing cen- 
says EPA environmental scientist 
Lance Wallace. But when an EPA team 
sanipled aie from schools in the shadow of 

emical-sigrage tanks and in relatively 
ine suourban settings a few years ago, 
Ney discovered thal outside air had almost 
w effect on indoor pollution levels, “It 
shattered ail aue preconcerved notions,” 
sag intsa 


i 


School administrators at first denied 
thata problem existed. But after near- 
ly half of the 2,000 students began to 
suffer from headaches, sore shroa:s 
and fatigue that often mysterious- 
ly disappeared on weekends, they 
bowed to pressure for an inquiry. Re- 


AERO ARO ten 


once thought of unhealthy air as a problem 
child of the energy crisis, a byproduct of 
attempts by architects and builders to save 
fuel by sealing out outside air, [tis a notion 
that dates back lo that early environmental 
engineer Ben Franklin, who once said, "No 
common air from without is so unwhole- 
some as the air within a closed room that has 
deen often dreathed and not changed.” 


searchers discovered formaldenyde 
concentrations of 1.45 parts per millon 
(ppm), far above the, pamisiandard used 
in West Germany and other European 
countries, and traced the chemical to parti- 
cleboard sheives in the school's library 
Even the EPA, which critics accuse of 
neglecting the indoor environment, has Rad 
its Own bout with indoor air poilunon 
Three years ago the agency converted part 
it 


eliminate overcrowding in its Washington 
headquarters. Within a year workers began 
to complain of headaches and other sil- 
ments. Testing reveated carbon-monoxide ; 
concentrations of 25 ppm inside the offices, , 
almost three times higher than EPA's own - 
outdoor limit of 9 ppm. The agency aban- 
doned the space at s cost of several hundred 
thousand dollars. 

‘There are hundreds of similar tales. Con- 
fined to his condominium in Chicago's John 
Hancock Center after he broke Kis Toot, 
businessman Frank Whitmer. developed 
number of ausming symptoms, including 
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Testing 6 kerosene stove: Toxie gas? 


Workers remove asbestos insulation from a r New Jersey school: Just when you thought it was safe 10 breathe ogain 


high blood pressure and chest pains. The 
last thing he suspected was the air in his 
own apartment. But when doctors could 
find no cause or cure, Whitmer hired in- 
door-sir-pollution expert Kenneth Woods 
to investigate. Woods uncovered buiiding- 


+ eode violations that, he claims, allowed au- 


somobile-exhaust fumes from the build- 


c, ing’s garage to walt up to the residences 


above. Whitmer is suing the building's own- 
ers. Although the owners maintain thar 
Whitmer's ailments were not caused by in- 
door air, they have already taken steps to 
improve the air quality in the building. In 
another instance, researchers from the Na- 


? tional Institute for Occupational Safety and 
> Health (NIOSH) who were investigating a 


government building in Washington dis- 


“covered slime in the air-conditioner drain 


peas “ad up to a cemarkable 83,700 fungi 

per cubic meter,in the air, 
NIOSH's Philip Morey, “comparable to a 
chicken coop or swine-confinement facil 
ty." During the past several years the Con- 
sumer Product Safety Commission (CPSC) 
has received more than 3,000 complaints 
f you believe that the air is 
1 sick, says the CPSC's Sandra 
it probably is."" 

Moblle Homes: Investigators have found 
dangerous levels of pollutants even where 
there were no symptoms to tip them off. A 
recent study of 164 mobile homes in four 
randomly selected Texas trailer parks, for 
example, discovered that more than half 
bad formaldehyde concentrations above 

1 ppm. “Few homes had very high concen. 
trations," says Thomas Sloci of the Univer- 
sity of Texas School of Public Health, who 
directed the study. “But a number were 


Scientists at 
Chicago's IIT Research Institute detected 
more than 200 different chemicals ina study 
of indoor wirin 36 Chicago-area homes and 
found that if geAersiy“indodr levels for the 
chemicals} are significantly higher than out- 


above what is considered safe.” 


door levels,” says IIT senior scientist Syd- 
ney Gordon. Other studies have found s«; 
rene in 80 percent of sampied hom 
Bayonne, and 150.chemicais white monnor- 
ing 40 houses in Dak Ridge, Tenn. 

‘The key question, of course, 1s how sen 
ous a threat these indoor pollutants ar 
health, The clearest danger is posed by ra- 


Whumer in Chicago condo: Auto /umes 


HEALTH 


i WE 


Lepiannaire's disease victim: Bacteria fram air ducts 


don gas. Produced by the decay of uranium 
TSE a ubiquitous trace element in the 
earth's crust, inert radon does not bind to 
minerals and thus accumulates in the tiny 
aur pockets 1a soil. From there, it is pulled 
into houses by pressure differences created. 
by the rising of warm indoor aig, Once 
inside, radon decays into other radioactive 
elements, such as polonium, that bind to 
dust and are inhaled into the lungs, where 
they can cause cancer. 

Extrapoluiing from rates of lung cancer 
in urasium muners, who. are exposed to 
known amounts of radon and its products, 
reseacchers have calculated that 2,000 to 
20.000 cuses of the disease cach year may be 
caused solely by indoor radon poilution. 
The geology of Maine and parts of Pennsyl- 
vania, Maryland, Oregon and Montana 
fads (0 particularly high radon risks. 

“There are about a million homes with s9- 
gon levels over thé recommended stand+ 
ard,” says Anthony Nero of LBL. “No 
other enviennmental risk. such as toxic 
waste dumps, affects thac many homes.” 
Passive Smoking: Smoke from other peo 
nie's cigarettes is “nother serious health 
hazard. A continuing study by John Spen- 
gier of the Harvard School of Public Health 
shows that chiidcen whose parents light up 
a home suifer trom 50 percent more 1ower- 
respiratory inesses than children in non- 
smoking families, Briush researchers have 
recently discovered thar 85 percent of non- 
cmokers icsted have measuraole ieveis of 
hepacco substances in theit urine, even 
nouga oniy haif of the people oeireved that 
ney had been exnosed to smoke. The rea- 
bo i 


cireulate tobacco smoke instead of 
removing it. Passive smoking, be- 
lieves James Repace STthe EPA, i. 
responsible for up to 5,000 lung- 
cancer deaths per year—® figure 
the tobacco industry disputes. 

As the case of Beeman dem- 
onstrates, carbon monoxide is 
another killer. A self-employed 
engineer, Beeman inadvertently 
increased the number of sources 
of the gas in his house, while cut- 
ting back ventilation to make it 
more energy-efficient. He built the 
house with a special bedroom 
furnace (allowing him to heat 
oniy the one room at night) and 
equipped it with a metai chimney 
and a-Bue damper. When the fur- 
nace turned off, noxious gases 
heid inside the chimney by 
the damper cooled quickly and 
backed down into the room. In 
addition, carbon-monozide-laden 
exhaust from the gas dryer was 
vented indoors. Beeman’s body 
tried to warm him about rising con- 
centrations of lethal gases; a week 
;| before hedied, he came down with 

2 the nausea and headache sympto- 
matic of carbon-monoxide poi- 
soning. But, as commonly occurs, 

the illness was misdiagnosed as flu. Fortu- 
nately, Beeman’s story is a rare one. But 

Greg Traynor of LBL warns that cracked 

furnace-heat exchangers (found in about 5 

percent of American homes) and unvented 
kerosene heaters could cause gases to reach 
potentially dangerous leveis in indoor ail 

Links between indoor chemicals and dis- 
case ate more difficult to prove. Benzene 
and styrene, for example, which are foundin 

a majonity of homes tested, are known car- 

cinogens at moderate doses. But there is still 

_n0 proof that the lower leveis typically 
found in indoor air pose a human heaith 
threat."We have very few ways todelermine 
if low levels of organic chemicals do cause 
cancer,” says Lince Wallace. Researchers 
worry both tHat long-term exposure to low 
concentrations might lead to cancer and 
that the mixtures of 30 of 40 chemicals 
typically Touna in indoor air may be far 
deadlier than any one agent alone. 

~ Formaldshyde causes soecial concern. 

Found in up”to73,000 different building 

products, formaldehyde causes nasal can- 
cer in animals, and headaches, nausea and 
dizziness in humans. Worried that thelevels 
typically found in indoor air posed a signifi- 
cant threat, the CPSC banned one of the 
major products. urea formaldehyde foam 

insulation, in 1982. The following year a 

federal court overturned the ban. Fortu- 

nately, believes LBL's Jonn Girman, “it has 

such a bad rap that no market for it will 

exist," But there are still thousands of 

homes that contain the insuiation and thous 

sands of other sources of formaidehyde. 
No such uncertainty exists about _asbes- 

“p 


insulation and floor tiles to brake linings 
and pipes, asbestos can cause lung cancer, 4 
rare cancer called mesothelioma and asbes- 
tosis, a sometimes fatai sesrning of the jung 
Strenuous attempts to rd indoor air of 
bestos fibers have been made over the inst 
decade, but recent studies suggest that ine 
problem is worse than expected. EPA sur- 
veys have discovered that 20 percent of ine 
office and apartment buridings in 1C erties — 
ang thousands of schools —contain asbestos 
in an easily crumbled staie. In addivion, 
hundreds of thousands of homes contain 
asbestos-wrapped pipes or air-distnbution 
ducts made of corrugated asbestos paper. 
Awareness: The technical cures to indoor 
air pollution ace reasonably straightfor- 
ward: radon gas, forexample, canbe mancu- 
vered away from homes with pines and fans, 
and increased ventilation alone can often 
cut concentrations to safe tevels. But the 
economicand social problems are more vex- 
ing. Who will shoulder the costs of testing 
countless buildings and homes for danger- 
‘ous polivtants or tearing out asbestos and 
formaldehydeinsulation? Whowiil decideif 
smoking shouid be limited to protect the 
health of nonsmokers? Architects and scr 
entists agree that new regulations covering 
the design and maintenance of buildings are 
needed toclean up indoor air, but EPA and 
other federal agencies have so far been slow 
toact. There are encouraging signs, howev- 
er. Twomonths ago, the American Institute 
of Architects held a symposium designed to 
alert architects, engineers and dusiders 10 
the problem of indoor sir pollusson If that 
awareness spreads, the time maycome wen 
wedan't have to go outside to dreathe easier. 


JOHN CAREY ah MARY HAGER in Wumingion. 
PATRICIA KING in Ciicage «00 
SETH ZUCKERMAN wn Sen Francine 
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APPENDIX 9 


SAMPLE ROTARY DIVERSIFIED DIETS 


De Single-Food Meals: Initial diet plan inludes a set of 
"safe" foods, whih may be very limited in number at the 
start of rotary diet treatment. Quantities of each food may 
be large. 

Day 1 2 3 4 

Meal A lamb halibut turkey shrimp 
B broccoli avocado spinach carrots 
c cantaloupe pineapple yams raspberries 
D cashews filberts sunflower seeds walnuts 

II. Multiple-~Pood Meals: Maintenance diet of multiple-food 


meais is 


avoidance and 
symptoms. 


Day 1 


M lettuce 
E tomatoes 

A green pepper 
LB oushrooms 
sunflower seeds 
sunflower oil 
vinegar 


Swiss chard 
papaya 


macadamia nuts 


possible within 3 
schedule as sensitivities to additional foods decrease 


those foods can be rotated without 


-6 months of 


pineapple 
cashews 
confrey tea. 


lentil beans 
brown rice 
carob 

honey 


shrimp turkey 
Chinese cabbage squash 
water chestnuts okra 


sesame oil 
lychee fruit 


honeydew melon 


grapes } coconut 


* (1) From Bell, I. Clinical Ecology 


starting rotation 


with 
inducing 


oranges 
Brazil nuts 
peppermint tea 


celery 
carrots 


trout 


yams 
asparagus 
blueberries 


filberts 


* 
APPENDIX 10 


SHOULD I BECOME A PATIENT IN THE ECOLOGY UNIT?" 


NOT IF: 


1. Il have not had a recent significant evaluation of 
symptoms from my family physician or appropriate specialist. 


2. I feel I could not abide by the rules and obligations 
governing the Unit. 


3. Iam seeking a magic pill or prescription for 
symptomatic relief. 


4. I am not willing to change my life style to. whatever 
extent necessary to facilitate my return to good health. 


S. I am not willing to give up addictions, such as smoking 
or alcohol, coffee, soft drinks, chocolate, sleeping pills, 
perfume, cosmetics, polyester knits, etc. 


6. I am going to be too busy to continue testing or 
putting my home in order after I leave the ECU. 


7. I would not consider eating less chemically-contaminated 
foods if I tested sensitive to commercially available more 
chemically contaminated foods. 


8. I would not change out my gas or oil heat if I tested 
sensitive to these. 


9. I will not change concepts of myself in my environment. 


10. I will not decide to give myself and my health top 
priority. 


* 

Taken from (10) Preliminary Information 
WRJ and Associates, Inc. 
Environmental Control Unit 


APPENDIX 11 


Alternative Therapies Reported by Patients 


i Acupuncture 

- Chiropractic 

- Orthomolecular Therapy 
- Hypnosis 

- Massage 


- Naturopathy 

- Homeopathy 

- Iridology 

~ Behaviour Kinesiology 


- Vega 1l, Magnetopulse (Electro magnetic therapy) 


- Removal of Mercury Fillings 
- Kelly Method 


- Meditation 


- Faith Healing 


APPENDIX 12 a) POSITION STATEMENT: 


THE AMERICAN ACADEMY OF ALLERGY AND IMMUNOLOGY 


The American Academy of Allergy & immunoiogy 


EXECUTIVE OFFICE # 611 EAST WELLS STREET * MILWAUKEE. WISCONSIN 53202 © 414/272-4071 


February 15, 1985 


Mo 
onsin Avenue 
weuxee, Wisconsin 53226 TO: Executive Committee 


FROM: Thomas 5. Van Metre, Jr., Chairman Ty mol 
Practice Standards Committee 


Report summarizing activitias of Practice Standards 
Committee, September 198 - February 1985 


A. The position statements on Personnel and Equipment to Treat Syste 
Reactions Caused by Immunotherapy witn Allergenic sxtracts anc on ae, 
Practice of Allergy nave been circulated in NEWS AND NOTSS and in 
have ocean received favorably. It is recommended that final arproval of 
these statements be withheld until after hearing the comments of the 
Academy membership at the New York meeting. When approved by the =Zxecu: 
Committee, they should be published in the Journal of Allergy and Clinic 
Immunology. 

B. The Committee has been requested to develop four new position state: 


1, General Statement on Unproven Procedures for Diagnosis and 
Treatment of Allergic and Immunologic Diseases 


Verious members of the Academy have stated that we need a 
statement which concerns unpreven procedures, which could be 
applied to any procedure at the time when it has not been prover. 
safe and effective. For example, the suggestion for such a 
statement was made at the 198) meeting of representatives of 
state, regional, and local allergy societies during ‘he Chi age 
meeting of the Academy. Such a statement should gather ir one 
place the principles which apply to the process of taking a new 
idea or procedure from the stage of speculation t4 the state of 
established and proven fact, 


Draft of this statement is attached. 

Approval of this statement is requested, 

When approved, it should be published in NEWS AND NOTES 
for comments by the membership. 


2. Statement on Candidiasis Hypersensitivity Syndrome 


The Academy was requested to provide this statement by the state 
ef Minnesota, as indicated in the attached letter, 


Drait of this statement is attached. 

Approval by the Executive Committee and by the Academy 
Legal Counsel is requested. 

When approved, the statement should be sert tn the stata 
of Minnesota and should be published in NEAS AND YOTES 
for comments by membership, 


s 


Ww 


o2e 
3, Statement on Carotid Sinus Resection 


The National Center for Health Services Research Office of Health 
Technology Assessment (OFTA) requested this statement as indicated in 
the attached documents. The statement was written by Dr. Bernstein, 
approved by Practice Standards and Executive Committees, and forwarded to CHTA. 


ue. Statement on Chemical Eypersensiltivity Syndrome is in drafting stage 
and ghould be ready in time for the Executive Committee Meeting. 


€. The Committee has written letters and provided telephone consultations with 
reference to Academy policy on various procedures, Since these letters and telephone 
consultations concern established policy and require prompt action, they have been 
accomplished directly without seeking Executive Committee approval, Examples are 
attached. 


1. Letter to Congressman Roybal 

2, Letter to Dr. Edinger at HCFA 

3, Letter regarding proposed HLAA policy. This letter wags used as a 
basis for discussion between Dr. Aaronson and Mr. Korsak. 


D. The requirements of such letters and telephone consultations indicate the imper- 
tance of position statements on Academy practice standards policy, It is my opinion 
that the general statement on unproven procedures will be of particular importance 

in the future to clarify Academy position that umproven procedures are the potential 
strength of the future, byt that many arecalled,few are chcsen,and none-should be used 
generally, and certainly none as procedures for profit until proven effective by 
proper trials. 

E. From time to time, the Practice Standards Committee has been requested to make 
decisions with reference to payment or rejection of specific insurance claims. The 
Committee has taken the position that its role should be to develep and provide rolicy 
which can be used as the basis for such decisions, The actual decisions on tha 
specific claim should be the responsibility of the insurance carrier and its medical 
consultants. 


ce: Practice Standards Committee 
TVM/jes 
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DRAFT STATSMENT OF PRACTICE STANDARDS COMMITTEE 

OF TRE AMERICAN ACADEMY OF ALLERGY & IMMUNOLOGY 

UNPROVEN PROCEDURES FOR DIAGNOSIS AND TREATMENT 
OF ALLERGIC aND IMMUNOLOGIC DISEASES 


DEFINITION OF AN UNPROVEN PROCEDURE 


An unproven procedure for the diagnosis and treatment of allergic and immunolog: 
diseases is defined as any specific procedure for these purposes which has not been 
proven effective by proper trial. 


RECOMMENDED POLICY FOR PROCESSING AN UNPROVEN PROC =DURE 


All newly proposed procedures ars unproven when first introduced. The future of 
the field of allergy and immunology and of tha patient with allergic and immunologic 
diseases will be strongly influenced by the care with which these unproven procedure 
are developed and tested by those who initiate and sponsor them (11). The unproven 
procedure should be subjected to a fair trial to determine whether or not it is effe 
tive, the cireumstances under wiich it is effective, and its relative merit with ref 
ence to other effective procedures for the same purpose. During the trial period, t 
procedure should be considered experimental ami reserved for use with informed conse 
in appropriate controlled trials which have been approved for safety and scientific 
merit by competent institutional review boards. The procedure should not be accepte 
for general use until proof of effectiveness has been established and published in 
reputable "refereed" medical journals, Procedures which have not been proven sffece= 
tive may continue to be used on an experimental basis as described above or discarde 
but should not be sanctioned for routine use. Unleas concerned with the trial, a 
physician or a medical facility should have no obligation to employ the procedure or 
to transmit knowledge of it. An insurance company or other third party payor should 
have no obligation to pay for the unproven procedure, , 


An unproven procedure can be proven effective, since it is possible to prove a 
positive point, However, under most circumstances, it is not possible to prove that 
procedure is ineffective, because one cannot prove a negative point, Therefore, the 
biomedical community shoald require proof of effectiveness of a procedure befors the 
procedure is accepted for routine use, but should not demand proof of ineffectivenes: 
before discarding an unproven procedure, 


The responsibility for testing the unproven procedure should rest with the prope: 
nent of the procedure, since the proponent understands end favors the procedure and 
can make sure that the trial is a proper one. The responsibility for reviewing the 
plans for and tha resulta of the trial should reside with at least four groups of pe 
(1) physicians who work with and know the proponent, (2) the institutional review bo: 
that reviews the trial. protocol for safety and scientific merit, (3) the editorial 
board and the critics selected by the editorial board of the journal that considers 
for publication She manuscript which represents the recorded results of the trial, a: 
(4) appointed practice standards committees of allergy specialty societies such as tt 
Practice Standards Committee of The American Academy of Allergy and Immmnology, Fac} 
of these four groups of peers should on request by the proponent or other interested 
party provide a written eritique of the recorded proposals for and accomplishments o: 
the trial, Institutional review boards should have primary responsibility for pro- 
posals, editorial boards for unpublished reperss of accomlistments, and practinn | 
atandard committees for published reports of accomplishments. 
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NECESSITY FOR PROPER TRIALS 


Thare is considerable evidence which indicates that neither satient nor otysic 
can distinguish between an effective and an inerfective procedure without doing a 
trial. For example, tefore controlled trials, for at least LO years, low dose inv 
therapy with ragweed pollen extract was considered to be effective treatment for > 
weed hay fever, In recent years, a number of controlled trials have indicated tha 
low-dose immunotherapy was no more <ffective tham placebos (5, 13, lk, 15), wher 
immunotherapy with high doses of ragweed extract was effective (2, 6, 9, 10, 12,1 
15, 16), was spectfic for ragweed hay fever (10, 13), and induced immmologic char 
ret induced by low-dose immunotherapy or placebo which included: an increase in pr 
tive IgG antibedy te ragweed (1, 3, 4, 7, 13, 15, 16), an initial increase in seng 
ity Igh antibedy (1, 3, h, 13, 15, 16), a diminution of the expected seasonal risa 
Ig= antibody to ragweed (1, 3, k, 12, 13, 15, 16), and an ultimate decrease in rag 
IgE towards pretreatment levels (1, f, 13). Nevertheless, aany patients who recet 
low dose immunotherapy or placebos were of the opinion that they had received an 
effective treatment (14, 15, 16). 


Before controlled trials, for more than 10 years, wholestedy extract of vartou 
Hymenoptera insects such as honey bee, yellow jackets, hornets and wasps were used 
diagnose and treat anaphylactic reaction to their stings. Both patients amd physi 
were of the opinion that these extracts were effective for both diagnosis amd ther 
(8), In recent years, a series of controlled trials comparing the effects of Fyne 
tara venoms, Hymencotera wholesbody extracts, and placebos have shown that immunot 
wa whole-body axtracts was no more effective than placebos, whereas vanons wers 
clearly affective (8), Furthermore, they demonstrated that skin tests with Hynenc 
venoms were effective for distinguishing patienta with a kistory of anaphylactic 
Peactions to Hymencotera stings from nonallergic patients, whereas sicin tests witha 
Hymenoptera whole-body extracts were not effective for this purpose (8). 


PROPER TRIALS 


A proper trial of an unproven procedure for diagnosis and ther: of all: J 
dmmunologic diseases must deal effectively with probleme that decive Oe ene fast 
the manifestations of these diseases in different patients run varices courses vit 
depend on a number of extrinsic factors which include allergens, emotional tension 
irritants and infaction ami/or intrinsic factors such as the severity of the patie 
sensitivity to allergens. The design of the trial should permit the investigater 
Separate the effects of the procedure being tested from the effects of other facto 
The hypotheeia to be tasted should be stated clearly and related precisely to pree 
viously established fact and to its scientific basis, Reagents and procedures sho 
be described and employed in such « way that they could be used in similar mamer 
subsequent investigators. They should not be used in the trial until developed to 
point where they give consistant results umier standard circumstances. The trial 
concern a homogeneous group of patients whose characteristics ars well deseribed, 
that similar patients could be found by a subsequent investigator, These patients 
should have the abnormality under study, but otherwise be essentially well. Such 
Patients may not be fount easily in the practices or allergy clinics of the invest: 
tere, and recruitment by advertisement in the media may be necessary, These patio: 
should be stratified with reference te risk factors which might modify response, 1 
as sensitivity to allergen, Then, by random selection, they should be divided ints 
Groups of equal size in such a faahion that patients in each study group have comp 
able characteristics and risk factors, By random Selection, study groupe should 
assigned to teat and control procedures. Results of the procedure should be evalu 
as objectively as possible and expressed in quantifiable terms. If evaluation depe 
08 & patient's or physician's judgement, the trial should be conducted "doubleqbli: 
so that neither patient cor evaluating physiciam mow weich patient received a spe 


teat or contre] edures Ay riate statiatical mathoeds | || 


Se ae 


It is clear that before controlled trials were done, worthless procedures for 
a@tagnosis and therapy of allergic and immunologic diseases have been accepted as 
affective by both patient and physician. Therefore, proper trials are neaessary, 
and an unproven procedure should be considered to be experimental and likely to be 
ineffective until proven to be effective. 


RECOMMENDATIONS 


The science of allergy and immnology has advanced to the point where effective 
procedures for diagnosis and treatment of allergic and imminologic diseases can be 
proven to be effective. Currently available procedures of proven effectiveness are 
sufficiently satisfactory for diagnosis and treatment of allergic and immunclogic 
diseases 30 that ones of unproven effectiveness should not be employed in routine 
fashion, but rather should be considered experimental and reserved for use with 
informed consent in controlled trials which have been approved for safety and scien- 
tific merit by competent institutional review boards. 
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CANDIDIASIS HYPERSENSITIVITY SYNDRCME 
DRAFT STATEMENT OF PRACTICE STANDARDS CCMMITTES 
AMERICAN ACADEMY OF ALLERGY & IMMUNOLOGY 


This statement concerns what has been called Candidiasis Hypersensitivity Synd: 


Descrintion of Syndrome 


This syndrome has been deserthed and popularized by Truss (1, 2, 3) and Crook 
The symptoms are deseribed as wide ranging and involving multiple systems and incl: 
fatigue, lethargy, depression, inability to concentrate, hyperactivity, headaches, 
skin problems including urticaria, gastrointestinal symptoms such as constipation 
abdominal pain, diarrhea, gas and bloating, respiratory tract symptoms, and sympter 
involving urinary tract and reproductive organs. Crook recommends to patients,"before 
your symptoms are caused or triggered by the common yeast germ Candida albicans, a 
to your physician for a careful history and physical examination and appropriate 
laboratory studies or tests, An examination is important because many other disor: 
can cause Similar symptoms, However, if a careful checkeup doesn't reveal the cau: 
for your symotoms and your medical history (as deseribed in this book) is ‘typical! 
it's possible or even probable that your health problems are yeast connected.” (h, 
page Xl) Re further notes that tests do not help much because "Candida germs live 
in every person's body <= especially on the mucus membranes. Accordingly, vaginal 
and other smears and cultures for Candida don't help. Therefore the diagnosis is 
suspected from the patient's history and confirmed by his response to treatment," 
(&, pages 27-28) 


The alleged basis for the syndrome is described by Crook as follows. "Antibio: 
especially broad spectrum antibiotics, kill ‘friendly germs’ while they're idliing 
enemies. And when friendly germs are knocked out, yeast germs (Candida albicans) 
multiply. Diets rich in carbohydrates and yeasts, birth contre] pilis, cortisone. 
other drugs also stimulate yeast growth, Large mumbers of yeasts weaken your imm: 
system. Your immune system igs also affected adversely by nutritional deficiencies 
and sugar consumption, and by exposure to environmental molds and chemicals (auch . 
formaldehyde, petrochemicals, perfime and tobacco), When your imme system is co 
promised and your resistance is lessened, you may feel bad ‘all over! and develop 
respiratory, digestive and other symptoms. And you're apt to develop adverse reac’ 
to additional foods, inhalants amd chemicals. As a part of these reactions, mucou 
membranes throughout your bedy swell and you develop infections caused by bacterta 
viruses that a strong immune system would ordinarily conquer. When you develop an 
infection, you're apt to be given ‘broad spectrum! antibiotics. Such antibiotics, 
while at times essential, promote the growth of Candida albicans which depress you 
immune system. And your health problems continue until the vicious cyele is inter 
rupted by a comprehensive treatment program designed to decrease the growth of Can 
albicans and increase your resistance." (h, pages XV-IVI) rs 


The recommended program for the Candidiasis Hypersensitivity Syndrome inclod 


1. Continuing observation so that concomitant diseases can be 
detected, accurately diagnosed and specifically treated. 

2. Exercise program 

3. Mental health program 

le Avoidance of chemical pollutants 

5. Use of antioxidants 

6. Use of special laboratory tests 


(a) Ratie of helper cells to supressor cells 
(3) Bleed vitamin stiiieas 
(c) Mineral studies in hair, blood and urins 
{a Amino acid studies in urine 

Essential fatty acid profile 
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Special dietary program 


(a) Diet nutritionally adequate with fresh foods from a 
variety of sources 

(>) Diversified diet 

(¢) Avoidance of all refined.carbohydrates, including 

sugar, corn syrup, dextrose and fructose 

(d) Avoid refined, processed and fabricated foods, 

(9) Avoid fruits and milk initially. Later, try to rotata 
fruits back into diet if they are tolerated. 

(f) Avoid all yeast and mold-containing foods initially. 
Ultimately, some of these may prove to be tolerated 
since a yeast-containing food does nat make Candida 
albicans organisms grow. 

(g) Fat sugar-free yogurt. 

(h) Take nutritional supplements including vitamins, 
minerals and essential fatty acids. 


Use of antifungal agents 


(a) Nystatin 
(>) Clotrimazole 
(c) Nizoral 


(d) Amphotericin B 
These agents may be used orally or topically in the vagina for months, 


Use of allergenic extracts of Candida albicans for (a) immmunotheracy 
and/or (b) provecation/neutralization 


Dr. Crook emphasizes two points about his program for Candidiasis Hypersensitivity 
Syndrome which are of great importance. 


(a) 


(>) 


The disorder is very common and has multiple manifestations, 
Any physician who reads his book will recognize that patients 
th the complaints deseribed ars very common indeed, 
The disorder can be diagnosed only by favorable response to his 
treatment program given over a suficient period of time. He 
emphasizes that treatment requires time, patience, persistence 
and careful management of the multiple factors contributing to 
the illness, 
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Criticue 


The Practice Standards Committee Sinds multircle problems with the Candidiasis 
Kypersensitivity Syndrome. 


1. The concept is speculative and unproven. 


(a) The basic elements of the syndrome would apply to 
almost all sick patients at some time. The complaints 
ars essentially universal; the broad treatment program (particul 
elements Al, 2, 3 and 7a) would produce remission in most 
illnesses regardless of cause. 

(bo) There is no published proof that Candida albicans is 
tTesponsible for the syndrome. 

{¢) There is no published proof that treatment of Candida 
albicans infection with specitic anti-fungal agents 
TAS) benefits the syndrom. 

(4) There is no proof that immunotherapy or provocation and/or 
neutralization with Candida albicans allergenic extracts 
(a9) benefit the syndrome. 

(e} There is no proof that the recommended special studies (AS) 
are effective diagnostic tests for the purposes for which 
they are employed. 


2. Zlemants of the proposed treatment program are pabentially dangerous 


{a) Resistant species of Candida albicans and of other 
pathogenic furgi may be produced sy Tongeterm oral 
use of the major antifungal agents (48). 

(>) Untoward effects from oral use of antifungal agents 
(A8) are rare, but some inevitably will cecur. 


3. The program is expensive ani time consuming. 

lu. The concept is misleading. The pudlic is misied to the bell 
that this syndrome is a specific illness witich provides an 
explanation for many distressing and incapacitating symptors 
and that specific treatment will provide relief, This misinfor- 
mation Leads to demands for the diagnosis and treatment and to 
unjust criticism of the physician who does not arply it, the 
Medical school which does not teach it, and the insurance company 
who does not provide coverage for it. 


Recommendations 


On the basis of the evidence so far reviewed and until apprepriate published 
to the contrary is brought to its attention, the Practice Standares Committee re 
that the concept of the Candidiasis Hypersensitivity Syndrome (see A) is unprove 
diagnosis, the special laboratory tests (aS), and the special aspects of treatne 
(A8, 9) should be considered experimental and reserved for use with iavormed cor 
appropriate controlled trials which have been approved for scientific merit and 
by competent institutlonal review boards, 


1. 
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POSITION STATEMENT - CLINICAL ECOLOGY 


BACKGROUND 

Clinical ecology is an approach to medicine wnich ascribes a wide range 
of symptoms to exposure to numerous common substances in the environment 
(1-3). Advocates of this practice describe themselves as “ecalogically 
orientated". Patients are said to be “environmentally il1", or “hypersensi- 
tive" or “allergic” to environmental factors such as food, water, chemicals, 


and pollutants. 


It is suggested that this adverse host response and multipie symptoma- 
tology develops after prolonged environmental exposure. Once such “sensi- 
tivity" nas occurred, individuals become sensitive ‘to multiple other en- 
vironmental exposures (foods, chemicals, etc.}). Symptoms exhibited as a 
result of so-called ecological disease are multiple. These include behevior 
disorders, depression, chronic fatique, arthritis, nypertension, learning 
disabilities, schizophrenia, gastrointestinal symptoms, respiratory orobien: 
hypertension, and urinary complaints. There are very few symptoms which 


have not been possibly related to such an etiology. 


Theron Randolph, a founder of the clinical ecaloay movement, be 
that traditional allergy is restricted by definition (1,3,5). In his view 
eacn person exists in a dynamic equilidrium with his environment with an 


adaptation to the environment. When this adaptation becomes 


is, maladaptation, either acute or chronic il'ness results. He c 


the primary aim in clinical ecology is the cemonstration of etisiogy, 


"the cause and ef 


act relationships between given environmen exposures 


and specifically suspectivtle persons." 
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Recently, it has been postulated that these chemical and focd sansi- 


tivites are related to a malfunction of the immune System which has 3een 


termed 


immune dysregulation". This concept has been described as follows (2: 


“Immune system dysregulation can develop over a Tong period of time and 


triggered by a single serious viral infaction, 4 


exposure. Immune system dysregulation often remains undiagnosed, however, 
because many physicians facad with its incredible array of seemingly unre- 


lated symptoms and unfamiliar with the available diagnostic methods, nis- 


diagnose it as stress, psychosomatic disease or the Tike. The medi 


commenly prescribed for these problems May suppress the symptoms to scme 
extent but often further aggravate the problem withcut dealing with the 
unceriying disease process. ‘When the immune system is malfunctioning if 
causes a broad range of symptoms and reaction to a number of harmiess or even 
beneficial substances entering the body. The malfunction commeniy originates 
with the T cells. When the normal complement of T cells are reduced in number 
or when their ability to function is impaired, they can no longer adequately 
control 8 cell production of antibodies. Without this control the 3 calls 
cannot distinguish harmiess dust poilen, animal dander or vital ané autrs- 
tious foods from toxic chemicals or Ti e-threatening bacteria or viruses. 


on is Tong, slow 


The actual healing process from immune system dysreculat 
and punctuated by exasperating short-term setbacks. These satbacks are 2art 
af the healing process and invariably follows a roller soastar pactera, The 


Frequency, duration and severity of setbacks gradually diminisa 


are mild and occur only occasionally." 


w 


In establishing a diagnosis for “ecologicaily-related" disease, the 
testing techniques include serial endpoint titration and the use of sub- 


lization techniques in 


cutaneous and sublingual provocation and neutra 


tests and immunotherapy (2). Other modalities 
include fasting except for water, and introduction of new focds in a 
cyclical manner. Multiple tests of the immune system are frequently done 

dae td Pa as 1 7 ; Pe: 
including assays of 8 and T cells, complement, immune compiaxes, and lympho- 


cyta function. 


Treatment usually requires major changes in the home environment and 

life-styie. Oiets are often highly restricted. Often foods are rotatad in 

a cyciical manner in which a specific food is ingested every three or four 
days. Processed foods containing coloring or flavoring agents areoften ali- 
minated. At times, a total elimination diet except for special spring waters, 
is prescribed initially, followed by simole oral challenges with less con- 
taminated organic foods. At times, the patient is nospitaiized in a compre- 
hensive environmental control unit in a presumed chemically-free envirenmant. 
Home and working envirenrients are difficult with recommendations for so- 


called “safe rooms". These are special isolation rooms where the air is 


filtered and from which 211 synthetic materials have been removed. Socta? 


wo 


lives are often markedly restricted 3$ most environments away from Acme ar 


“unsafe”. 


in addition to dietary and environmental rastrictions, 


Frequently treated with soiutions of “ailergens* administares 


jection or sublinguaily. They are generaliy low in di 
provucation and aeutralization tachnique 


food, sollen amd sold aliergi 


chemicais, such as pnenol, 


& 


CRITIQUE 

The anvironment is very important in the lives of every human Seine. 
Environmental factors, such as chemicals and pollutants, have been snown to 
influence health. The idea that the environment is responsibdie for a aul 


tude of human health problems is most appealing. Yet to aAresant such 


as facts, conclusions or even likely mechanisms without adequate suoporsz is 
poor medical practice. ’ 

The theoretical basis for ecologic illness in the present context has 
not been established as factual. Nor is there satisfactory evidence to 
support the actual existence of “immune system dysregulation" or maladapta- 
tion. There is no clear evidence that a variety of symptoms noted above, 
are related to allergy, sensitivity, toxicity, or any other type of reaction 
from foods, water, chemicals, pollutants, viruses and bacteria in the con- 
text presented. Property controlled studies defining objective parameters 
of illness, properiy controlled evaluation of the treatment modaiities ind 


appropriate patient assessment have not been done. Anecdotal repor<s do not 


constitute sufficient evidence of a cause and effect relationship detween 


symptoms and environmental exposure. The major techniques used Sy the 
cal ecologists are controversial and unproven. The American Acacemy of 

Allergy and Immunology has sreviously published Position Statements concerning 
subcutaneous ana sudlingua? provecation neutralization procedures and foun 


to be unproves (9). More racent review of new < 


the clinical ecologists to the Academy's 2rect 


not changed that racommendation. There are no 
cal diets, giimination diets, injection therapy with chemica 


environmentaliy-controlied units to substantiate cheir use 
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ana normai j2borztsry 


normal gnysical 


ta tk, 
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There are no immunologic data to support the dogma of the ci? 


teal 
acalogists. To suggast that these patients lack T ceil suppressor function 
has not bean supported by sublisned data. The suggestion that neutrajization 
therapy can provide rapid ratief within minutes or hours cannot be supeorted 


by controlled clinical studies or immunolgic data. 


Tnere does ramain the problem of the patient with multiple symatoms who 
doas not clearly fit any disease catagory and whose illness fails to re- 
spond to conventional therapy. These patients are often labeled asycneso- 


matic, & concept teat many patients and physicians have trout 


managing. That dilemma may lead the patient to seek out the clinical eco} 


gist. As Brodsky (10) points out, "This medical subculture (Clini 


does not talk about cures; the health-care professignals neither pramisa acr 


Jive nope of aliminating the offending condition, and the patients do not see 


to expect it. Like people with diapetes or with long-stending 


bowel disease, they acceat the inevitable. In contrast, however, gatients 
seem content with their conditian and the reassurance that their symptoms 


have a physical cause”. 


An adjective evaluation of the diagnostic and therapeutic principles 
ta support the concept af clinical acology, indicates that it is an unprove 


and axperimental methodolgagy. If is time-consuming, axpensive, ang siacas 


treatad in this manner snould be 


Advocates gy this dogma should grovide adequate clits 


studies supportine thetr conceots, which meet the usual 
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January 31, 1985 
EXECUTIVE COMMITTEE 


Presicent 
M.D. 
ate Nase nate Hon. Edward R. Raydal 
Mudwaykee, Wisconsin 52226 «= Member of Congress 
Chairman Select Commitcee on Aging 
ianeanteee. 2211 Rayburn Office Building 


Jonn €, Salvaggia, M.D. ; - 
1430 Tulane Avenue Washington, D-C. 20515 
New Orieans, Louisiana 70112 

Dear Mr. Roybai, 
Vice-President 


icismet Thank you for your letter of January 4, 1985 to Dr. Fink, ac 
Aeadtan uessscnusensozigg Of which is attached (Attachment A). This was forwarded to ue for 


Secretary The allergist who employs standard proven procedures for diag 
Entot F. Ellis. M.D. treatment of allergic and immunologic diseases. finds that these ar 
org Drastsoer by Medicare. Under most circumstances, these procedures are most 
Botfalo, New York 14222 when done on an ambulatory basis, and they are reimbursed by Medic 


done on this basis. They are also reimbursed by Medicare under'ci 


peer where they must be done on an inpatient basis, provided that there 
rypeeer ia justification for performance in this setting. Standard proven pr 


Boston, Massachusetts 02215 diagnosis and treatmenc of allergic diseases are defined in Primer 
and Immunologic Diseases, JAMA 248, 2579-2759, 1982. 


Historian 

Bee 8. aman 0: The American Academy of Allergy and Immmnology has recommende 
Unversity of Colorado Medica: SnmFocedures for diagnosis and treatment of allergic and immunologic 
4200 E. 9th Avenue considered to be of unproven effectiveness and therefore reserved 
Denver. Colorado 80282 experimental use with informed consent in controlled trials which ¢ 
Raymond G. Stavin, M0. approved for safety and scientific meric by competent inscitutiona 
1402 §. Grane boards. These procedures are defined in the attached position sta 
St. Lours, Missourl 63104 (Attachment B). (American Academy of Allergy: Position Statements 
Jonn A, Anderson, M.D. versial techniques. J. Allergy Clin Immsnol 67, 333 1981, and upd. 
Henry Ford Hospital 1984). They include leucocytoctoxic testing; autogenous urine adm 


2790 Wess Gran Boulevard skin-test end-point titration to determine optimal dose for immn 
Catron, Miciigan 482 intracutaneous and subcutaneous provocation and neutralization, an 
|. Leonard Bernstein, M0. provocation and neutralization. 

8464 Winton Road 


Clncienatt, Ohta 48231 The Health Care Financing Administration (HFCA) has proposed 


Alien P. Kaptan, M0, certain food allergy testing and treatment techniques from Medicar: 
Porat anand The procedures that would be excluded from coverage are the cytoto. 
a Soon oe wtox test, sublingual intracutaneous and subcutaneous provocation and nm 


Stony Brook, New York 11794 testing, and neutralization therapy for food allergies” because "a 
Priip |, Laberrnan, 840 evidence does not show that there tests and therapies for food all. 
920 Madison - Suite 434N safe and eftective'(Federal Register 48, 37716-37722 Aug. 19, 1983 
Mompnis, Tennessee 38103 (Attachment C). The American Academy of Allergy and Immunology s 
Donald L. Mette endorses this proposal. 

Executive Direcae 


The Food and Drug Aministtation has called attention to proble 
promotion of cytotoxic testing. Some of the literature which they | 
lated is attached (Attachmenr 0). The Amewiean Acadcuy uf Allergy 
Tmmunology agrees with rhese concerns as indicated in the attached 
Dr. Slavin (Attachment E)< 


=26 


The Practice Standards Committee of the American Acadeay of Allergy and 
Immunology will be pleased to help you in this matter where possible. 


Very sincerely yours, 


Tien €. Van Vo Te 


Thomas E. Van Metre, Jr. M.D. 
Chairman Practice Standards Coumicree 


cc: Dr. Jordan N. Fink 
Practice Standards Committee 


Mr. Donald L. McNeil 
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WO AND WIAT 18 THE AMERICAN ACADEHY OF ENVINONKENTAL HEOBCINE 


The American Acodemy of Environmentel Hodicine {a made up of 
sllergists, otoleryngologists, pediatrictana, intaroiete, Immunologlere, 


surgeons, dei 


tologiete, psychistriste, obstetricione, gynacalogists snd 


family prectttioners, Thess physiclsna ere interacted In newer concepts 


utiltzing diagnostic end trostwent modalitios which have proven to ue 


efficacious in seiteving environmental (linese, They seek to Identity 


any(ronmentel egente, ellergens, toxins, end infectious diseases which 


compromise tha homeoatatic defence machanisus, When avoidance of 


snytronmentel stressors is {sposcible, they employ mpecifte immunatherepy 


to combat both IgE and non-IgE insune sensitivities rethar than raliave 
eyaptoms with droge. Also since {t has been shown thet environmental 
pollutante suppress different anzyme, vitamins, minerals and other 


tuboltem, tr 


Antermediory it with vitemine, minerate atc, le atso 


Performed. 


The importance of envtronmentel medicins has bean recognized 


internattonsily by the formation of similar orgentzationa tn Britain, 


Canada, and Australt 


Bo the Amecicen Acedeny of Environmental Hedicing end ite 


concepte are new, there understandably has been misunderstanding ond 
aisinformetion tn both Lay end madicel preas which doae not fatrty 
represent the poettion of those precticing thie specialty. This brochure 
mill clorify our position and exptatn the dtagnostic ond therepeutic tech- 


niques which era endoresd by our ecodomy. 
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THE AHENTCAN ACADEWY OF ENVIRONMENTAL MEDICINE 


CONTENTS 


A, Oimgnoatic and Trestuant Techniques for Inbatent Sensittvitive, 


c 


Serta End-Point VWitratton, .. ee ee 
Clinteet BioAssay Olagnostic and therepeutte Teating. . . . . . 
Total IgE {PRIST) end Redio-Altergo-Sorbent Tests (MASTI, . . . 


Olagnostic and T 


twant Tactntques for Food snd/or Cheetcel 
Gonettivithes. 2. ee te ee 
Diet Studies, ee ee et et ees 


Clinical BloAssay Testing and Treetment of Food Sensitivities . 


BioAssay Testing and Trestment of Chemical Sensttivit! 


Treotmant Vachniquas. . 6. ee ee ee ee 


Inholation Challenge 1 


RAST To 


Compretenaive Environment Controlled Wospitet Cera... 2... 


A. Diegnostic end Trastaant techniquas for Inhalant Sensittyit tis 


4, Berfel End-Point Titretlon (S.6.1.1 
The A.A.E.H. epproves the teeching ond utitizetion of S.E.T. for 
Glegnoste end treatment for allergens. This technique grovides the 


following advantag 


eo} An tnittet aafe and potent sterting dose for Immenotherapy can 


be determined quickly. Increments of this etartirg dilution ore 


sdnintetered until euch thorepy provides calle’ of eymptnme 


and/or a muxtnal dose ts reeched, 


b) Seasonal or peranniat ayaptons 


In be relieved more rapidly. 


c) It (mn more coet-effactlye then the use of arbStrery mex imum 


dosege ellergy extract therapy. 


d) Each antigen cen be tested individually and the pationt 


specific starting treatment dome and dilution determined. Th 


respective doses then can be combined and used 98 a trantmant 


extract to ralleve multiple inhalant Itivities, 


be col 


e) The need for edjunctive drug thurepy often decra: 


the repid role of symptoms end the efficecy of S.E.1. 


2. Clinicel BioAseny Diagnostic and Therapeutic teetiny 


The trastment doe 


Is determined by critical abse-yations of the 
characteristic chenges (n the wheal produced during intradermal tasting with 


antigens, Sublingual entigen touting 16 an alternate dimznoatic method 
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APPENDIX 13 - The Conclusions and Recommendations of the 
Joint Report of the Royal College of Physicians 
and the British Nutrition Foundation. 


Conclusions 


}. Reactions of food intolerance have gained increasing 
recognition in recent years buc the Jack of adequate 
scientifically based research and the lack of medical 
incerest has led ta the proliferation of organisations, 
centres and individuals offering advice which has littie 
scientific basis, 

2. A wide variety of symptoms have been incorrectly 
ateribused to che effects of foods; even when the attribu- 
tion is correct, there has been confusion between condi- 
tions caused by allergy,. enzyme deficiencies, 
pharmacological reactions, psvchological reactions and 
other mechanisms. Food intolerance can both mimic 
other conditions and be mimicked by them. 

3. No estimate can be made of the prevalence of food 
intolerance because of a lack of adequate information. 
With the exception of rare but specific biochemical 
defects, diagnostic methods still depend on dietary studies 
or on a psychiatric assessment and are highly subjective. 
4. The diecary approach to the management of food 
intolerance is particularly complex and may lead to 
nutritional difficulties and social disruption, There are 
considerable dangers in the unsupervised use of dicts, 
especially for infants and young children. 

5. For those patients who react abnormally wo components 
of various foods, there is a need for hetter access to 
iniormarion on the ingredients of foods beyond what is 
given on the label. 

§. Emotional difficulties are common and may sometimes 
be secondary to immunological or other types of food 
reaction. Whatever the aetiology, these patients are often 
Q) and in need of treatment which takes account of their 
psychological and emotional needs as well as any physical 
aspects of their food intolerance. 


Recoromendations 


t, The Committee recammends that further efforts 
should be made to inform the public, the medical and 
associated professions, iadusry and government about 
the nature and prevalence of food intolerance. In furcher- 
ance of this recommendation, the Committee is consider- 
ing the publication af a version of this report to be aimed 
at the non-scientific reade: 
2. There is a need for dietary diagnostic methods to be 
carried out and interpreted by scrict eriteria, esoeciaily 
because placebo responses are comman. Potential diag- 
nostic pitfalls should be given mare publicity among the 
medical and diecetic professions and the inadequacy of 
untested methods should be emohasised, 

2. Before suggesting that a patient's symproms may be 
‘allergic’ in origin or require treatmem on this basis. it is 
teruramended that doctors should seek and consider the 
results of mechedical investigeriua, inelurting provocation 
tests. Treatmemis which have nat been properly evaiuaced 
should nat be endorsed 


4. Treatment may involve more than one member of a 
muulti-disciplinary team, Expert medical and dieteric ad- 
vice should be more widely available for both adults and 
children, and the dietetic approach to the subject should 
be further studied and evaluated. 

5. It is recommended that the feasibilicy of setting up a 
centra} data bank for food product compasition be exam- 
ined. Products which are free of ingredients known to be 
responsible for intolerance should be registered in the 
daca bank, and doctors and dietitians shouid have access 
to it, 

6. It is recommended that efforts should be made to 
obtain support for research into the epiderniological and 
scientific aspects of food intolerance, including improve 
ment of the experimental design and analysis of results of 
controlled trials both for diagnosis and creaument, 


Targets for Research 


While some advances have been made in the understand- 
ing of faod intolerance and food aversion in the last tea or 
twenty years, our knowledge of the acriology of these 
conditions, of reliable diagnostic methods, and of satisfac- 
tory forms of treatment, is still inadequate. I¢ would be 
impossible to describe all the gaps in our knowledge, but 
research into the various areas enumerated below appears 
to be particularly urgent or timely. 
1, To define the mechanisms, immunological or non- 
immunological, by which foods and food additives cause 
reactions in susceptible individuais; and to assess the 
prevalence and relative frequency of the different suit 
categories of food intolerance and food aversion. 

2. To defin, where possible, the chemical narure of the 
substances which provoke reactions, whether present int 
fonds or food additives, and 10 obtain pure preparationy 
of these subseances for diagnostic and cesearch purnases. 
3. To examine and improve mechods Sor derecting: 
immunological responses to foods; che release of phan: f | 


cological mediators (often not associated with 
immune reactions), and the biochemical aonormazities 0 
be found, especially in patients with mmabslic defects., 

enzyme deficiencies, and migraine. | 


4. To determine the similarities and differences in symp- 
tomatology berween patients with food intolerance and 
wich various psychiatric conditions, particularly de- 
pression, personality disorder and the eating disorders. 
5, To examine the influence af the macemal dier durin 
pregnancy and lactation and the effects of post-nad 
environmental influences on the imraune responses of 
infant and the development of food incolerance. 

6. To evaiuate creatrnent methods, including: the use 
mediator antagonists and other pharmacological a 
proaches; methods for modulating the immune respon 
including the developmen: of new drugs acting on 
mast cells: psychiacric treatment. including pharma 
logical approaches and psychotherapy; and ynorthar | 
mathads of treacmen: for which unsubstantiated cla 
have been maac, 
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VII. A FRAMEWORK FOR PREVENTIVE ACTION 


That prevention is better than cure is generally agreed. That is, 
it is better to prevent a disease from happening than to attempt to 
cure it after the fact -- it is likely to cost less and to result in 
better quality of life, both before and after. Past that point of 
agreement, however, one runs into proplems cf definition. 
Prevention presumably consists either in doing everything right, 
from the beginning, or in correcting those things that are wrong 
before they develop into disasters. The wrong conditions or 
patterns, then, must in some sense be pathologies that need to be 
cured. "Curative" medicine will say that curing sucn things is what 
it has tried to do all along, wherever it has had the opportunity. 
If “preventive” is to be a meaningful term for new and different 
policies, we need some clear and operational definition. Otherwise 


argument will be endless. 


I propose to lay out a framework around which discussion can 
develop in a consistent fashion. It will be more complex than a 
simple preventive/curative dichotomy, but may Setter allow us ‘oO 
move forward, instead of being stalled in language that, decause : 


is too simple, does not help us to see wat to do. 


The science of genetics provides a convenient starting point. 


geneticist speaks of the genome, or collection of genes (structur 
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into chromosomes), as determining the potential for development of 
an organism, in this case the human being. The outcome is not 
always the same, the various aspects of the genetic potential being 
realized as one or another phenotype, depending as the conditions 
are more or less appropriate during the course of development. ‘Thus 
the genotype, or genome, may contain the potential for a height of 
six feet, but poor nutrition through childhood and adolescence may 
result in an adult phenotype five feet four. A faulty gene, wnicn 
may be a family trait, may result in a deficiency of lipoprotein 
receptors in the cells, which in turn sets too high a level of 
cholesterol circulating in the blood (regardless of diet). (226) 
Consequently, an unsuspecting male in his early forties may suddenly 
drop dead from a heart attack when he plays one more game of 

tennis, The malfunction develops from the interplay of two factors 
-- genotype, and environment. A preventive policy would therefore 
be two-pronged, one directed to the individual and one to his/her 
environment -- physical, biological, social, and economic. Policy 
directed toward the individual would institute screening programs 
which would identify the family genetic background as predisposing 
to hypercholesterolemia and this particular person would be checked 
at birth for the missing gene. If the fault were present, the 
individual's program would be corrected tnrough diet and medicaricn 
(if availabl2). Environment might be adjusted by forbidding violent 
exercise, or the opportunity to play tennis, though in tnis case 


that might be of doubtful value. 
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The genetic level is only the most basic somatic level. The 
human being, at any given time, has been formed, structured, or 
programmed at many levels, any one of which may carry an imprint 
with the subsequent potential for malfunction under the aporopriate 


exogenous stimulus or stress. 


The immune system, for instance, programmed in the womp, with 
the mother's milk, and through childhood diseases, also comes to be 
programmed deliberately by vaccination and other immunization 
procedures as a matter of preventive policy. Breakdown, of a kind, 
may get programmed in as allergies. The metabolic system and the 
musculoskeletal systems, similarly, on top of the basic genetic 
endowment, will be formed and set, pretty well for life, by the 
nutritive environment from the womb onwards to the end of 
adolescence. A fat, indulged, child may acquire a population of fat 
cells that will make his/her adult life an unending struggle with 
obesity. Early exposure to some alien chemicals, such as 
pesticides, may create neural damage that only surfaces much later 
in life, as other systems weaken. Habits acquired, like exercise or 
the lack of it, or styles of eating, or emotional conditioninc, or 
belief patterns, or simply knowledge acquired (or not) through 
experience, family environment, ané education, all shape the 
individual as an orgé.ism well or soorly equipped to deal with 


subSequent experience. 


— 
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Much of the nutritive programming and, indeed, of social and 
psychological programming used to be empodied in culture and 
tradition. Today, traditions are in chaos. The modern city is a 
meiting pot of cultures from all over the world, all experimenting 
with each other's cuisine and lifestyle. Traditions, under tne 
influence of television and film, are evoiving rapidly into 
something else. People no longer grow up in intimate relationship 
with the same bio-region over generations. In fact, food marketing 
and food technology have been distancing people farther and farther 
from the natural environment in which tradition was a useful guide. 
However, now that we have opened the Pandora's Box of technological 
progress, we seem to have no choice but to continue down the same 
road. Now, in place of tradition, and "intuition", we have to rely 
more and more on clinical tests, biochemical analysis, and 
scientific research. Preventive care will have to include an 
increasing component of instrumented testing, and deliberate 


Lifestyle management. 


The various levels of programming are not independent, of 
course. The emotional level, as well as the nutritional level, can 


shape the response of the immune system to pathogens. The emotional 


(117) 


level itself, according to some psychiatrists, can pe 


strongly shaped by the nature of the dir experience, more strongly 
or deeply than by many subsequent events. Emotional and mental 
maladaptations can often be expressed in, and anchored in 


distortions of the musculoskeletal system, The nnctirs may have tv 
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be corrected before the emotional tensions can be released. It is 
probably true, however, that the farther toward tne mental end of 
the spectrum the dysfunctional pattern is centred, i-e. the more t 
brain is involved, the more susceptible to re-programming that 

Pattern ought to be (e.g. to persuade a person to change lifesty!l 


May be easier than to cure his allergy -- even though many 


physicians might prefer to deal with the allergy.) 


Nor can the analysis separate cleanly between person and 
environment, for at any given point in time the “person" will emr 
the programming from previous interaction with the environment. 
poor environment can create later problems for itself. A 
poverty-stricken childhood, or a young adult-hood without work, 


sow the seeds of later anti-social behaviour. 


Those caveats aside, we can identify three basic thrusts for 
public policy for preventive action: 1) The formation of healt: 
and disease-resistant people in the first place, 2) The correct 
or reprogramming of un-healthy patterns, 3) The regulation and 
improvement of the environment to minimize un-nealthy stresses 


impacts. 


The first mignt include the genetic counsel 
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parents, high quality pre- and post-nacai nutrition, avoidance 
the mother of smoking, alcohol, and other drugs during pregnanc 
loving and caring tamiity, immunisation in cnildheged against ma 
infections, exercise and sports in schools and, later, trainin: 


stress relaxation techniques, and so on. 
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Ensuring of a sound genetic foundation may include genetic 
testing of the embryo in the womb, ¢.g. by amniocentesis, followed 
by early termination of the pregnancy if a serious defect, such as 
Tay-Sachs disease, is found to be present. When doth parents are 
carrying a Mendelian recessive gene, giving a 25 per cent 
Probability of a seriously defective child whe will not live oast 
the age of 3 or 4, this procedure is welcomed by prospective parents 
as an alternative to complete abstinence and childlessness. In this 


sense the end result is pro-life. 


The second thrust might include mid-course corrections such as 
anti-smoking and safe-driving campaigns, clinical testing for 
nutritionsl balance and general fitness, correction of posturai, 
dental and other chronic defects that can lead to greater troubles, 
screening for incipient signs of disorder such as arthritic spurs, 
cholesterol deposition, allergies, headaches, etc, with early 
identification and correction of the causes; and re-education of 


Also under 


parents who are about to launch tne next generation, 
this heading might be included the identification of congenital 
faults in infants and young children and their correction by 


surgery, medication, or special diets. 


genetic structure is speculated about, but is unlixely to 5e 


accomplished, except possibly in some cases involving 


Marrow, wnere it may prove possible to remove some, “infect" it 


a transforming virus, and replace ic.) (90) 


~ 115 - 


&n example of the correction (or compensation) of the genetic 


fault by early nutrition is phenylketonuria, or PKU, a genetic 
defect of a Liver enzyme needed to metabolize the amino acid 
phenylalanine. If not corrected very early oy special diet, the 


result is severe mental retardation, Though not common (one in 


15 000 births) screening is now almost routine because the test is 


so easy to do. 


An inverse example is rickets, which used to be very common 
among northern peoples until it was recognized as a vitamin D 
deficiency. Addition of vitamin D, to dairy milk in Quebec in 
1969 decreased the childhood incidence by 35 per cent within a 


single year, tH) 


but did not eliminate it entirely. It continues 
at a greatly reduced but non-negligible level, with what cremains 
mostly due to genetically inherited defects in the metabolic syst 
affecting calcium or phosphorus. The example serves to illustrat 


how genetic factors will become relatively more important among ¢ 


underlying causes of premature degenerative and chronic disease é | 


other causes are removed, 


The third thrust might include attention to traffic safaty, 
reduction of hazards in the workplace, control of pollution and 


toxic wastes, assurance of high quality fresn food, 


water, and the various social aspects of “healthy punlic policy 
euumerated py Hancock (see Chapt. IV). These would include the 
reduction of excessive social stresses, sucn as joslnceness, 


exclusion, insecurity, poverty, and war. 
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In considering the environment we should not overlook the role 
of the microbial environment we carry with us. In a sense, the 
contents of our elimination systems are external to the body, yet 
over a period of days are in close contact, over an area of skin 
equivalent to a football field. The populations of microbes - 
bacteria, fungi, and yeast ~ in close interrelation with our 
nutrition and our digestive and other bodily fluids, may De upset by 
dietary shifts, illness, or medications, and may need 
ce-programming. The intestinal microecology, then, is an example 
that falls in a borderline category, between environment and the 


programming of the individual. 


A government agency (or a public-spirited private agency) mignt 
construct a matrix systematically laying out the various actions of 
these three types it might undertake or encourage, and assigning 
priorities among them. Definitions would not be crucial. Who would 


want to argue, with respect to the surgeon who corrected a 


congenital defect in a child, whether the act was curative, or 
preventive? Or, if the physician (or the patient, for that matter 
discovers that the cure for a patient's arthritis lies in a cnange 
in diet, is he, she, or the patient practising curagive or 
preventive medicine? One is tempted to conclude oniy that much 


current practice, with its emphasis on the prescription of 


palliative drugs, does not deserve the name “curative.” 


If there are any differences between the preventive approach and 
the curative approach, they are relative only. The main differences 
of emphasis are the following: 


i 
I 
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1) Prevention is concerned with “curing the program" before tne 


fact rather than after the fact of obvious disease (though 
the definition of “oobvious" may present some | 

2) Prevention is concerned with changing the program rather than | 
accepting the program as given and adding medication, or 
surgery, Or whatever. 

3) Prevention pays greater attention to tne environment (the 
“public health" component). 


4) Prevention is more concerned with subtle, long-term, 


“undermining" factors affecting health. 


In a “program” or lifestyle sense, prevention might be seen as 


more interventionist. However, for that reason, prevention has to 


make a greater effort to engage the will of the individual, and st 
the individual to self-responsibility. A preventive practitione: 
does not have the advantage of the "helplessness factor" presencead 
by the sick patient. Thus “preventive practitioner" is almost a 


contraciction in terms. Initiative and responsidilicy have to come 


ulsimately from the individual, who mey require a preventive gu 


or adviser. 


The role of government is to express the public will and act in 
the public interest, its main instruments being education/ 
information, economic incentives/penalties, regulation, and 
scientific research, leaving as much scope as possible for 


individual choice within that framework. 


The general objective of preventive medicine and preventive 
health care should be ultimately to emancipate people as much as 
feasible from the medicine system and from dependence on the medical 
profession and the drug industry. The healthy person is 
autonomous, However, the framework laid out, and the examples given 
make it clear that the individual may require plenty of technical 


help along the way. 


APPENDIX 15 a) 


Labelling Proposal of the Joint Report of the 


Royal College of Physicians and the British 
Nutrition Foundation. 


APPENDIX: THE PROVISION OF INFORMATION ON FOOD PRODUCTS 


When a person is known to be intolerant to identified 
food(s) or food ingredient(s), these must be avoided. It is 
relatively easy t0 avoid such common causes of intoler- 
ance as, for example, hen's eggs, cow's milk, fish, 
chocolate, some cereals, fruits and nuts. However, com- 
ponents of prepared foods cannot be easily avoided unless 
their presence is made known, and such ingredients as 
components of cow’s miik may be included in prepared 
foods without being clearly identified. 

Most food manufacturers in the UK supply dietitians 
and clinicians with product composition details on re- 
quest: some do so routinely. The British Dietetic Associ- 
ation supplies lists of manufactured products which are 
free from particular components to its members. Label 
declarations are another source of information, although 
at present not all components need be specifically de- 
clared. It could be argued that the declarations of the 
content of food additives by reference number rather than 
by name may also obscure the nature of the additives, but 
information on these reference numbers is now becoming 
more widely disserninated{ 1,2}. As constituents of a foad 
product may change, it is importanr that those people 
who are intolerant of cerain foods check the label for 
product composition. 


UK Regulations for Labelling Foods 


Untill Ist January 1983, labelling was controlied through 
Regulations made in 1970(3] and subsequently amended by 
a number of Statutory Instruments [47]. Since that date 
‘The Food Labelling Regulations 1980°{8] have largeiy 
superseded the Regulations of 1970. They take account of 
the Food Standards Committee's Second Report on Food 
Labelling{9} and implement Directives 797112/EEC on the 
labelling, presentation and advertising of foodstuffs for sale 
to the ultimate consumer, and 77/94/EEC on foodstuffs for 
particular nucritional uses{ 10]. 

‘The general requirements are that all food to which the 
regulations apply must be marked or labelled with the 
following information: (a) the name of the food as 
prescribed by law or its customary name; (b) a list of 
ingredients in descending order of weight of inciusion; (e) 
an indication of minimum durabilicy; (d) che name and 
address of manufacturer, packer or seiler within the 
European Community; (¢) particulars of the place of 
origin of the food if its absence couid lead to a purchaser 
being misled; and (f) instructions for use if their absence 
could be expected to cause problems. 

Additives must be declared within the list of ingredients 
and in accordance with specific requirements set out in 
the 1980 Reguiations(6]. 


List of Ingredients 


Vi is perminted ra uce generic names in accordance with 
senain provisions; for example, ‘cheese’ may be used for 
“My type of cheese, hence the product may have come 
from the milk of cate, sheep or goats but not be 
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specifically identified as having come from any particu! 
species. 

In some cases, origin is also required to be stated, as: 
example with ‘fat’; where descriptive terms ‘animal’ 
‘vegetable’ should be added. 


Declaration of Additives in the Ingredients List 


The declaration of each additive is reiated to its functi 
as defined by the manufacturer. In some cases, additi* 
have more than one function and then the declaravor 
made within the category relating to the chief function 
determined by the manufacturer. In the UK regulatic 
approximately 270 additives are specifically permir 
and the number of names that may appear on the la 
may be many more if one takes account of synonye 
They include antioxidants, preservatives and colour 
agents, among a wide range of ingredients, whi 
together with other substances such as vitamins a 
essential nutrients, have as their main roies the maint 
ance of product quality and the enhancement of 
acceptability of the product to the consumer. Depend 
upon function, some additives need, at present,. only 
declared by their category and not specifically. These 
antioxidants, colours, cmuisifiers, emulsifying sali, 
vourings, preservatives and stabilisers. 

For a second group of additives, the category na 
must be followed by the specific name or by the E 
number (E number), These are acids, acidity regulate 
anti-caking agents, anti-foamning agents, artificial sw: 
eners, flavour enhancers, flour improvers, gelling age: 
glazing agents, raising agents and thickeners. Expia 
tory information on the E number system is avails 
from the Ministry of Agriculture, Fisheries and Food 


Exemptions from Part at least of the Labelling 
Requirements 


Food sold or served in certain conditions need not 
labelled as fully as described so far and in particular n 
not be so specific with respect to additives, Broadi 
refers to foods that are not pre-packed, fancy coufect 
exy producis, foods sold at catering establishments, 
foods and smail packages where the surface area is 
than 10 square centimetres. 


Future Regulations on Food Labelling 


Further regulations based on the Food Standards ja 
Report on Claims end Misieading Descriptions! 11] have 
proposed recently, and deai with nutritional claims m 
for products. 

It is proposed that in anv ingredients list all adsit 
except Savourings, should be declared specifically. 
facilitate this change. serial numbers have been allo 
many more additives, any ese uias Le ud fae! 
the specific name when a category name is also reo 
to be declared 
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APPENDIX 15 b) Labelling Proposal Submitted to the 
Committee in Ottawa - March 9, 1985 


RESOLUTIONS 
ON FOOD coLouRS AND OTHER 


ADDITIVES AND PESTICIDES 


Submitted by the Consumer's Association of Canada 
National Health Committee 


FOOD 


1982 RESOLUTION 


lL. SPECIFIC FOOD COLOR LABELLING 


WHEREAS 


WHEREAS 


WHEREAS 


WHEREAS 


food coloring is present in many everyday consumer 
products from food, including breads, fresh fruits, 
soft drinks, to cosmetics including pill coatings 
and toothpaste, and such food colorings are becoming 
more pervasive in all products, and 


there are presently 32 different coloring agents 
approved for use in Canadian foods and medical 
preparations but labelling requirements do not 
cequire that the specific food colorant used be 
identified but only require a statement that a food 
colorant is used as an ingredient, and 


allergic people tend to be allergic ta one specific 
food color and without specific labelling they are 
left with the options of not buying any food 
colorants or taking the risk of consumption, such 
risk resulting in health costs and logas of 


productive time to society and sometimes severe 
medical repercussions to the individual, and 


consumers have a right to more information in order 
to be in control of and responsible for their 
health; therefore, 


-@ IT RESOLVED that CAC urge the Minister of Health and Welfare 


and the Minister of Consumer and Corporate Affairs 
Canada to amend the Food and Drugs Act and 
Regulations and to introduce amendments to the 
Consumer Packaging and Labelling act and Regulations 
to require the label to name the specific food 
colorant in the list of ingredients, either 
specifically or by way of a publicized code, 
enabling consumers to use this information necessary 
to avoid allergic reactions. 


Adapted June 1982 


- Submitted by the Consumers Association of Canada - National Heal 


Commi tt 


1983 RESOLUTIONS 


FOOD 


6. SODIUM REDUCTION IN PROCESSED FOODS 


WHEREAS hypertension is a major health problem in Canada; and 


WHEREAS many patients are ordered or advised by their doctors 
to reduce or restrict their sodium intake; and 


WHEREAS there is evidence to suggest a reduction in the sodium 
intake from birth will decrease the incidence of 
hypertension in later life; therefore, 


BE IT RESOLVED that CAC urge Aealth and Welfare Canada and Consumer 
and Corporate Affairs Canada to encourage food processors 
to reduce the amounts of sodium compounds added to processed 
foods. 


ADOPTED JUNE 1983 


- Submitted by the Consumers Association of Canada - National Health 
Committee 


1983 RESOLUTIONS 


£OOD 
7. PRESERVATIVES IN PROCESSED FOODS 


WHEREAS sodium or sodium compounds are used as preservatives 
or form part of the processing system for some foods; 
and 


WHEREAS excess use of sodium can lead to health problems for 
consumers; therefore, 


BE If RESOLVED that CAC urge processors to search for an acceptable 
preservative or food process which does not involve sodium. 


ADOPTED JUNE 1983 


- Submitted by the Consumers Association of Canada - National Healtr 
Committee 
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1985 PROPOSED sesowtious 
HEALTH * elias ei eee 
18. SULFITES, SULFITING AGENTS IN FOOD (a) 
WHEREAS sulfites are now in use in restaurants as 


preservatives to keep salad greens and fresh 
fruit crisp and attractive, and 


WHEREAS varying degrees of sensitivity to sulfiting 
agents, ranging from minor to fatal reactions, 
have been reported by persons unknowingly 
ingesting such agents, and 


WHEREAS ether safer preservative agents than sulfites 
are available, and 


WHEREAS sulfiting agents also destroy vitamin B-l in 
vegetable salads which are normally a significant 
source of B-l in the diet; therefore 


BE IT RESOLVED that the Consumers' Association of Canada 
urge Health and Welfare Canada to require 
restaurants to have notices posted in a 
prominent place informing customers which 
foods have received in-house treatment with 
sulfites. 


~ submitted by the CAC National Health Committee 


HEALTH 


1985 PROPOSED RESOLUTIONS 


19. SULFITES, SULFITING AGENTS IN FOOD (b) 


WHEREAS 


WHEREAS 


WHEREAS 


sulfites are frequently used as preservatives - 
in many foods and drinks, including wine, beer, 
soft drinks, shrimp, dried fruits, french fries 
and sausage meat, and 


sulfites have been the source of many reported 
allergic reactions of both minor and life- 
threatening degree, and 


other safer preservative agents are available, 
which fact makes it inappropriate and irresponsible 
to use life-threatening sulfiting agents in foods: 
therefore 


BE IT RESOLVED that the Consumers‘ Association of Canada 


request Health and Welfare Canada to make it 
mandatory to include on the label of all package 
and processed foods a qualitative statement of 
any sulfite additive, and 


BE IT FURTHER RESOLVED that the Consumers’ Association of 


Canada request Health and Welfare Canada to 
initiate an educational programme to alert 
consumers to the tential dangers of excessive 
ingestion of sulftting agents. 


~ submitted by the CAC National Health Committee 


CAC REscecncn ‘{7E VD 
SECTION I - THE FOOD CHAIN 


1: BANNING OF AMARANTH ARTIFICIAL FOOD COLOURING (RED #2) 


WHEREAS recent research has indicated that amaranth 
artificial food colouring (Red #2) has carcinogenic 
Properties, and 


WHEREAS the United States and Russia have banned this 
colouring; therefore 


BE IT RESOLVED that CAC request the Health Protection 
Branch of Health and Welfare Canada to ban the use of 
amaranth artificial food colour in Canada. 


References: Reaffirmation of B.C.'s resolution on 
Artificial Food Colourings and Flavourings 
which passed at 1975 Annual, but with 
particular concern for the banning of 
Red #2. 


Dr. Theodore Sterling's paper “How Safe 
Are Safe Household Chemicals", April 1973. 


Eating May 8e Hazardous to Your Health - 
by Dr. Jacqueline Verrett. 


Newspaper reports on the U.S. FDA ban on 
Red #2. 


Facts obtained from the MARKETPLACE program 


which looked at the U.S. research, which 
led to the ban. 


- Ades Ek FU. 


~ Submitted by the Consumers Association of Canada - National Health 
Committee 


SECTION J: FOOD 


1 


- Submitted by the Consumers Association of Canala - Nation 


— mee ee 


SYNTHETIC COLOURS 


WIIEREAS Amaranth (Red Dye No. 2), Erythrosine, Sunset Yellow 

Fer, Brilliant Blue FCF, and Tartrazine (Yellow Dye No. 4) are J 
synthetic colours permitted in many of our foods, some of them 
listed below: 


butter cheese concentrated fruit juice wine 

pickes bread icing sugar liquer 

sherbert ice-cream mix tomato ketchup Maraschino cherries: 
and 


WHEREAS scientific evidence indicates that these synthetic colours 
May be detrimental to health because of a possible link to cancer, 
and leading authorities recommend a banning of these synthetic 
colours, and 


WHEREAS consumers wishing to avoid these unnecessary synthetic 
colours cannot do so because the law does not require these 
additives to be listed in alli instances, and 


WHEREAS the consumer is not always given a choice of food 
products wi and without synthetic colours, and 


WHEREAS consumers have indicated their concern about the 
unavoidable use of these substances in food {reference tabulation 
of questionnaire presented at the Home Show); therefore 


BE IT RESOLVED that CAC urge Health and Welfare, the Health 
Protection Branch, and Consumer and Corporate Affairs to 
consider a ban of synthetic colours in food, and 


BE IT FURTHER RESOLVED that CAC request that the burden of proof 
regarding the safcty of additives rest with the manufacturers 
and that the food industry prove that their additives are safe 
and useful before they are allowed in our foods, and that these 
additives be listed on the labels of products. 


al Health 
committee 


1982 RESOLUTION 


ENVIRONMENT 


6. TOXIC CHEMICALS 


WHEREAS. 


WHEREAS 


WHEREAS 


the regulatory process currently in place at the federal and 
provincial levels to monitor the manufacture, use and disposal 
of toxic chemicals is inadequate and may result in an adverse 


effect on drinking water supplies, and 


the federal government's “Drinking Water Guidelines" have not 
been adopted by the provinces, and 


consumers have a right to safe drinking water supplies; 
therefore, 


BE IT RESOLVED that the CAC urge Heaith and Welfare Canada and through 


its provincial associations urge the provincial Departments 
and Ministries of Environment to ensure safe drinking water 
supplies for Canadians by strengthening regulatory processes 
to govern the importation, manufacture, transportation, use 
and disposal of toxic chemicals. 


BE If FURTHER RESOLVED that the CAC through its provincial 


associations urge the provincial Departments and Ministries of 
Environment to adopt the standards for drinking water set out 
under the federal government's "Drinking Water Guidelines", 
through provincial regulatory processes, and to urge Health 
and Welfare Canada to regularly review these standards so that 
new evidence of the effects of toxic chemicals on the 
environment and on human health is taken into account. 


Adopted June 1982 


- Submitted by the Consumers Association of Canada - National Health 


Committee 


1985 PROPOSED RESOLUTIONS 


HEALTH 


14. NON-MEDICINAL INGREDIENTS (EXCIPIENTS) IN DRUG PRODUCTS (b) 


WHEREAS sulfiting agents can trigger life-threatening : 
reactions in sulfite sensitive persons who may 
be unwittingly treated with drugs containing 
sulfiting agents, and 


WHEREAS other safer preservative agents are available, 
and 
WHEREAS the asthmatic population is particularly sensitive 


to sulfites but the non-asthmatic person can also 
suffer a hypersensitivity reaction by ingestion of 


a sulfiting agent; therefore 


BEIT RESOLVED that the Consumers’ Association of Canada 
urge the Health Protection Branch of Health and 
Welfare Canada to restrict the use of sulfiting 


agents in drugs - and particularly those designed 


for the treatment of asthma - to those for which 
no adequate substitute exists. 


- submitted by the CAC National Health Committee 
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1985 PROPOSED heise 
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HEALTH es ee 
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19. SULFITES, SULFITING AGENTS IN FOOD (b 


WHEREAS sulfites are frequently used as preservatives 
in many foods and drinks, including wine, beer, 
soft drinks, shrimp, dried fruits, french fries 
and sausage meat, and 


WHEREAS sulfites have been the source of many reported 
allergic reactions of both minor and life- 
threatening degree, and 


WHEREAS other safer preservative agents are available, 
which fact makes it inappropriate and irresponsible 
to use life-threatening sulfiting agents in foods; 
therefore 


BE IT RESOLVED that the Consumers' Association of Canada 
request Health and Welfare Canada to make it 
mandatory to include on the label of all package 
and processed foods a qualitative statement of 
any sulfite additive, and 


BE IT FURTHER RESOLVED that the Consumers' Association of 
Canada request Health and Welfare Canada to 
initiate an educational programme to alert 
consumers to the potential dangers of excessive 
ingestion of sulfiting agents. 


- submitted by the CAC National Health Committee 


1985 PROPOSED RESOLUTIONS 


HEALTH 


13. NON-MEDICINAL INGREDIENTS (EXCIPIENTS) IN DRUG PRODUCTS 


WHEREAS an increasing number of consumers are 
experiencing sensitivity. varying from minor 
irritation to death, from excipients 
(non-medical ingredients) in drug 
formulations, and 


WHEREAS disclosure to physicians and pharmacists 
by drug manufacturers of all ingredients in all 
formulations and their listing in the Compendium 
of Pharmaceuticals and Specialties is purely 
voluntary; therefore 


BE IT RESOLVED that the Consumers' Association of Canada 
urge the Health Protection Branch of Health 
and Welfare Canada to ensure that qualitative 
listings of all ingredients of all drug 
preparations (both prescription and 
non-prescription) be required in the labelling 
and monographs of these products. 


- submitted by the CAC National Health Committee 


(a) 


12. PESTICIDES, HERBICIDES, FUNGICINES AND INSECTICIDES 
(Reaffirmation of 1975 rcsoluticn) 


WHEREAS there is evidence that pesticides, herbicides, 
fungicides and insecticides are dangerous to health when 
they are not used in a judicious manner, and 


WHEREAS the cumulative effect of these toxins is not yet 
known, both with respect to human and animal health and 
the environment, and 


WHEREAS the present system of licensing under the Department 
of Agriculture promotes the use of certain products without 
necessarily considering the public good; therefore 


BE IT RESOLVED that CAC request both the Federal and 
Provincial Governments to urge that the control over 
herbicides, pesticides, fungicides and insecticides be 
removed from the Federal and Provincial Departments of 
Agriculture and placed under an independent agency 
responsible for Environmental Protection, and 


BE If FURTHER RESOLVED that CAC urge both the [Te ‘eral and 
Provincial Governments to ensure that this independent 
agency be responsible for the safety of all such toxic 
chemicals before they are licensed for use. 


atpta én (977 


- Submitted by the Consumers Association of Canada - National Health 
Committee 


GRAPHIC SYMBOLS SYSTEM 


TRIANGLE AREA ~ identifies colours added to the food 


product. . 
For further identification of origin of the added 
food colours (natural or synthetic) see “Colour 


Code System". 


CIRCLE SECTIONS - identify if sugar, flavourings or 
Other additives {apart from MSG, nitrites, sulfites 
or salt) are added, 
he For further identification of these substances see 
“Colour Code System". 


left upper section - SU - sugar 

right upper section- FL - flavouring 

lower section - OR - other additives {apart 
from MSG, nitrites, 
sulfites or salt) 


VIOLET RING - indicates the number of calories prese 
For further identification of number of calories se 
“Colour .Code System". 


| \ YELLOW AREAS ~ indicate the presence of the fallow! 


additives: 


section 1. MSG section 2. nitrites 
section 3. sulfites section 4. salt 


DOTS - indicate the presence of common food subst. | 
which may cause distress to certain infividuals: 


lower left dot ~ eggs lewer right dot - mi 


upper left dot ~ wheat upper risht dot - ce | 


COLOUR CODING SYSTEM 


COLOUR INTERPRETATION 
White Nothing added. 
Green Identifies substances appearing in the natural 


environment. (For example, chlorophyll). 


Blue? Identifies substances natural to the human 

reen body and natural environment. (For example, 
glucose). 

Red Identifies synthetic (artificial) substances. 
{For example, Yellow Dye No. 5). 

Yellow Identifies the presence of the following 
additivies which are of frequent concern to the 
public: MSG, nitrites, sulfites and salt. 

vaiaey Indicates the number of calories present. 

a. Light violet ~ less than 200 cal./100 mg. 
Medium violet - 200-400 cal./100 mg. 
Dark violet ~ over 400 cal./100 mg. 
Vogest Indicates the addition of common foods known to 


cause distress to some individuals: wheat, corn, 
eggs and milk. 


For further identification of individual 
categories of good additives see "Graphic Symbols 
System", 


SYMBOL INTERPRETATION 


red triangle - synthetic colours added 
green-blue left 

upper citcle section - sugar added 

red rigbt 


upper circle section - artificial flavourings added 


red lower 
cirele section - other artificial .ood additives ( 
from MSG, nitrites, sulfites or 


dark violet ring - over 400 calories/160 gm 
yellow area no.l - MSG 

yellow area no.3 - sulfites 

upper left dot - wheat 

lower right dot ~ milk added 

green triangle = natural colours added 
red right 

upper circle sextion - artificial flavourings added 
medium violet ring - 200 - 400 cal.loo gm 
yellow area no 2 - MSG 

yellow area no 3 - sulfites 

yelow area no 4 - salt 

upper right dot - corn added 

lower right dot - milk added 


je) 
|! 1 White areas only - nothing added 


APPENDIX 16 


Recommendations from Researchers 


In_the Field of Environmental Illness 
Trials to determine the role of diet in the treatment of arthritis.? 


Systematic outcome studies on large, representative samples of environmental 
patients; rigorous experimental study of the value of treatment techniques 
in adverse environmental reactions; controlled trials on the use of transfer 


factor.? 


Research into predictive factors, enzyme studies, diagnostic tests for food 
allergy; establishment of an environmental unit with epidemiological study of 


bce ‘ aed 
food sensitive patients seen at the unit. 


Proper trial to include: assessment of extrinsic (allergens, emotional tensions, 
irritants and infections) and intrinsic (severity of patient's sensitivity to 
allergen) factors; separation of the effects of the procedure being tested from 
other factors; homogenous group of patients who have the disorder to be studied 
but who are otherwise well; description of patient characteristics; identifica~ 
tion of risk factors; test and control study groups large enough; patients in 
each group with comparable characteristics and risk factors; random assignment 


4 
to study groups. 


Recognition of different types of adverse reactions in order to obtain a 

reasonable assessment of the prevalence of food sensitivity in the community; 
development of an adequate classification system and appropriate terminology 
in order to collate, on objective basis, the wide variety of disorders which 


Rare . ; a pe 5] 
individuals claim are dependent upon their exposure to specific foods. 


APPENDIX 16 (cont'd. ) 


a 


Look at the toxic properties of chemicals because there are many chemically 


Sensitive patients; look at patients with complement problems .° 


Examine the provocation/neutralization testing procedure in a controlled 


study.” 


Detection of effects of low-level, chronic environmental factors which may 
have adverse health effects; detection of autonomic hyperactivity, and the 
factors, both physical and psychological, which control it; mechanisms of the 


"healing response” of the body, now mislabelled as the "placebo response." 
Pt P 
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